S.  Hrg.  102-1190 

THE  OLDER  AMERICANS  ACT  AND  THE  AGING 
NETWORK:  THE  IMPORTANCE  OF  HOME  AND 
COMMUNITY-BASED  LONG-TERM  CARE 


HEARING 

BP-' FORE  THE 

SUBCOMMITTEE  ON  AGING 

OF  TTIE 

COMMITTEE  ON 
LABOR  AND  HUMAN  RESOURCES 
UNITED  STATES  SENATE 

ONE  HUNDRED  SECOND  CONGRESS 
FIRST  SESSION 

ON 

EXAMINING  HOME  AND  COMMUNITY-BASED  LONG-TERM  CARE,  FOCUS- 
ING ON  CURRENT  ROLES  AND  CONTRIBUTIONS  OF  THE  OLDER 
AMERICANS  ACT  AND  STATE  AND  LOCAL  AGING  NETWORKS 


APRIL  26,  1991 


Printed  for  the  use  of  the  Committee  on  Labor  and  Human  Resources 


U.S.  GOVERNMENT  PRINTING  OFFICE 
81-114  CC  WASHINGTON  I  1992 

For  sale  by  the  U.S.  Government  Printing  Office 
Superintendent  of  Documents.  Congressional  Sales  Office.  Washington.  DC  20402 
ISBN  0-16-044641-4 


COMMITTEE  ON  LABOR  AND  HUMAN  RESOURCES 


EDWARD  M.  KENNEDY, 
CLAIBORNE  PELL,  Rhode  Island 
HOWARD  M.  METZENBAUM,  Ohio 
CHRISTOPHER  J.  DODD,  Connectacnt 
PAUL  SIMON,  Illinois 
TOM  HARKIN,  Iowa 
BROCK  ADAMS,  Washington 
BARBARA  A.  MIKULSKL  Maryland 
JEFF  BENGAMAN,  New  Mexico 
PAUL  D.  WELLSTONE,  Minnesota 

NICK  LITTIERIELD,  Staff  Director  and  Chief  Counsel 
KJQSXINE  A.  Iveeson,  Minority  Staff  Director 


Chairman 
ORRIN  G.  HATCH,  Utah 
NANCY  LANDON  KASSEBAUM, 
JAMES  M.  JEFFORDS,  Vermont 
DAN  COATS,  Indiana 
STROM  THURMOND,  Sooth  Carolina 
DAVE  DURENBERGER, 
TOAD  COCHRAN, 


Subcommittee  on  Aging 

BROCK  ADAMS,  Washington,  Chairman 
CLAIBORNE  PELL,  Rhode  Island  TOAD  COCHRAN,  Mississippi 

HOWARD  M.  METZENBAUM,  Ohio  DAVE  DURENBERGER,  Minnesota 

CHRISTOPHER  J.  DODD,  Connecticut  DAN  COATS,  Indians 

EDWARD  M.  KENNEDY,  Massachusetts  ORRIN  G.  HATCH,  Utah 

(Ex  Officio)  (Ex  Officio) 

William  Benson,  Staff  Director 

JAMES  H.  LOFTON,  Minority  Staff  Director 


(ID 


CONTENTS 


STATEMENTS 
Friday,  April  26,  1991 

Page 

Rockefeller,  Hon.  Jay,  a  US.  Senator  from  the  State  of  West  Virginia   4 

Lee,  Helen,  caregiver  and  recipient,  Arnold  Senior  Center,  Arnold,  MD; 
George  and  Jean  Glakas,  recipient  and  caregiver,  Iincolnia  Day  Health 
Care  Center,  Fairfax,  VA   11 

Reed,  Charles  E.,  assistant  secretary,  Aging  and  Adult  Services  Administra- 
tion, Seattle,  WA;  Robert  Dolsen,  executive  director,  Region  IV,  Area  Agen- 
cy on  Aging,  St.  Joseph,  MI;  and  Jane  Kennedy,  director,  AAA  of  Southern 
Mississippi,  Planning  and  Development  District,  Gulfport,  MS    16 

Kane,  Rosalie  A_,  DSW,  director,  Long-Term  Care  Decisions  Resource  Center, 
Minneapolis,  MN;  and  John  A.  Capitman,  FhJ).,  director,  National  Aging 
Resource  Center,  Waltham,  MA      25 

Jones,  Mary  Gardiner,  chair,  public  policy  committee,  Older  Women's  League, 
Washington,  DC;  and  Dr.  Linda  Redfbrd,  National  Council  on  Aging,  Wash- 
ington, DC  ...   32 

APPENDIX 

Adams,  Hon.  Brock,  a  US.  Senator  from  the  State  of  Washington,  prepared 

statement           42 

Simon,  Hon.  Paul,  a  U^S.  Senator  from  the  State  of  Illinois,  prepared  state- 
ment  ~       44 

Rockefeller,  Hon.  Jay,  a  ILS.  Senator  from  the  State  of  West  Virginia,  pre- 
pared statement   .   „    50 

Prepared  statement  of  Helen  Lee     53 

Prepared  statement  of  Charles  E.  Reed   „    54 

Prepared  statement  of  Robert  Dolsen  JL  .   59 

Prepared  statement  of  Jane  Kennedy   85 

Prepared  statement  of  Rosalie  A.  Kane     89 

Prepared  statement  of  John  A.  Capitman     99 

Prepared  statement  of  Mary  Gardiner  Jones   109 

Prepared  statement  of  Linda  Redford     114 

Congressional  Research  Service,  prepared  statement       131 

Selected  charts: 

People  needing  long-term  care  and  expenditures  for  long-term  care,  by 
place  of  residence   ~  ~    ..   41 

State  and  Federal  expenditures  on  long-term  care  for  the  elderly,  fiscal 

year  1986    „    41 

Communications  to: 

Adams,  Hon.  Brock,  a  ILS.  Senator  from  the  State  of  Washington,  from 
Charles  E.  Reed,  assistant  secretary,  Aging  and  Adult  Services  Admin- 
istration, WA,  dated  May  15,  1991   150 

Adams,  Hon.  Brock,  a  US.  Senator  from  the  State  of  Washington,  from 
Robert  Dolsen,  executive  director,  Area  Agency  on  Aging,  Lnc_,  MI, 
dated  May  3,  1991  (with  attachments)   ~  ~.  152 

cud 


THE  OLDER  AMERICANS  ACT  AND  THE  AGING 
NETWORK:  THE  IMPORTANCE  OF  HOME 
AND  COMMUNITY-BASED  LONG-TERM  CARE 


FRIDAY,  APRIL  26,  1991 

U.S.  Senate 

Subcommittee  on  Aging,  of  the  Committee  on  Labor 

and  Human  Resources 

Washington,  DC. 

The  subcommittee  met,  pursuant  to  notice,  at  10:08  a.m.,  in  room 
SD-430,  Dirksen  Senate  Office  Building,  Senator  Brock  Adams 
(chairman  of  the  subcommittee)  presiding. 

Present:  Senators  Adams,  Cochran,  and  Durenberger. 

Opening  Statement  of  Senator  Adams 

Senator  Adams.  Good  morning.  I  am  pleased  to  convene  today  a 
hearing  of  the  Aging  Subcommittee  of  the  Senate  Committee  on 
Labor  and  Human  Resources.  This  is  the  fourth  in  a  series  of  hear- 
ings which  we  are  holding  on  the  reauthorization  of  the  Older 
Americans  Act,  commonly  referred  to  as  the  OAA. 

Today's  hearing  will  show  the  significant  and  diverse  roles  the 
OAA  and  the  aging  network  have  played  in  long-term  care. 

Debate  over  developing  a  comprehensive  long-term  care  system 
for  our  Nation  is  well  underway.  One  part  of  this  debate  concerns 
the  extent  and  appropriateness  of  the  Older  Americans  Act  in  long- 
term  care. 

The  fact  is  that  in  many  States  and  local  communities  across  the 
country,  the  Older  Americans  Act  is  having  a  significant  impact  in 
long-term  care  as  we  speak  here  today.  Many  States  and  commu- 
nities already  have  in  place  innovative  long-term  care  efforts.  And 
at  the  heart  of  many  of  these  programs  is  the  aging  network,  that 
is,  the  State  and  area  agencies  on  aging  and  the  local  OAA-funded 
service  providers. 

The  aging  network,  in  the  absence  of  a  national  long-term  care 
program,  has  become  the  principal  source  of  key  home  and  commu- 
nity-based services  in  many  parts  of  America.  Moreover,  the  aging 
network  is  serving  a  crucial  role  as  a  catalyst  for  planning,  coordi- 
nation and  development  of  long-term  care. 

I  have  placed  some  charts  before  the  committee. 

[The  charts  referred  to  appear  in  the  appendix.] 

Senator  Adams.  It  is  clear  just  from  looking  at  these  charts  that 
a  great  many  of  our  senior  citizens  are  at  home  and  are  being 
taken  care  of  on  a  long-term  care  basis  with  help  from  services  that 
are  similar  to  those  provided  under  the  Older  Americans  Act.  Yet, 
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the  amount  of  funds  being  devoted  to  long-term  care  at  home  is  al- 
most directly  opposite  to  the  amount  of  long-term  care  that  is  being 
provided  in  nursing  homes.  We  have  to  examine  this  to  determine 
where  this  Nation  wants  its  priorities  set  and  how  we  are  going  to 
deal  with  this  problem. 

Surprisingly,  however,  the  contributions  made  by  the  OAA  and 
the  aging  network  in  this  area  often  go  unnoticed.  People  do  not 
realize  that  most  people  cared  for  on  a  long-term  care  basis  are 
cared  for  at  home.  Today's  hearing  will  help  correct  that  oversight. 
We  will  not  only  hear  about  the  act's  current  roles,  but  consider  po- 
tential future  roles  for  the  act  and  the  aging  network  in  long-term 
care. 

Most  of  the  public  funds,  excluding  the  OAA,  spent  on  long-term 
care  are  spent  for  institutional  care,  for  nursing  home  care.  By  con- 
trast, the  overwhelming  majority  of  those  needing  long-term  care 
live  at  home,  and  that  is  where  the  OAA  often  comes  in. 

As  I  indicated  previously,  as  you  can  see,  the  chart  shows  that 
84  percent  of  those  needing  long-term  care  live  at  home.  Yet,  our 
expenditures  are  in  inverse  proportion.  Out  of  nearly  $53  billion 
spent  on  long-term  care  in  1988,  82  percent  was  for  nursing  home 
care,  not  home-based  care. 

The  other  chart  to  my  right  shows  expenditures  on  long-term 
care  for  the  elderly  by  five  'States  that  have  similar  sized  aged  60 
and  over  populations.  This  chart  shows  the  OAA — the  red  column — 
is  but  one  component  of  the  home  and  community-based  care  sys- 
tem. And  the  total  dollars  spent  on  noninstitutional  long-term  care 
are  small.  Today's  witnesses,  including  Charles  Reed,  a  leader  in 
long-term  care  from  the  State  of  Washington,  will  show  that  OAA 
funds,  however,  provide  an  important  foundation  for  home  and 
community-based  long-term  care. 

The  OAA  dollars  are  not  large,  but  their  impact  is.  With  OAA 
dollars,  homemakers  and  chore  workers  can  cook  meals,  grocery 
shop,  and  do  difficult  household  chores  for  those  who  are  unable  to 
do  these  tasks.  The  OAA  also  provides  congregate  and  home-deliv- 
ered meals,  case  management,  adult  day  care,  and  respite  care, 
and  other  needed  services.  The  best  part  is  that  the  recipients  of 
these  services  can  stay  in  their  homes  rather  than  a  nursing  home. 
We  ill  hear  from  several  brave  older  Americans  about  how  these 
services  have  helped  them  maintain  their  autonomy  in  the  commu- 
nity. 

The  need  for  long-term  care  is  clearly  on  many  people's  minds. 
National  polls  repeatedly  show  the  great  concern  that  Americans 
have  about  long-term  care.  The  recent  Pepper  Commission  report 
provides  us  with  a  thoughtful  and  important  starting  point  That 
is  why  we  are  so  very  pleased  this  morning  that  Senator  Rocke- 
feller, who  chaired  the  Pepper  Commission,  will  be  with  us  and  will 
tell  us  about  the  Pepper  Commission's  recommendations  and  dis- 
cuss its  relevancy  to  the  Older  Americans  Act. 

I  hope  we  can  make  real  progress  toward  a  national  long-term 
care  program.  Regardless  of  what  form  a  future  long-term  care  sys- 
tem takes,  this  hearing  will  show  today  that  OAA  has  helped  to  Lay 
the  groundwork  and  its  experience  should  be  carefully  taken  into 
account  in  the  future. 
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I  have  a  statement  for  the  record,  and  also  a  statement  by  Sen- 
ator Simon,  and  both  will  be  made  a  part  of  the  record. 

[The  prepared  statements  of  Senator  Adams  and  Senator  Simon 
appear  in  the  appendix.] 

Senator  Adams.  I  want  to  have  an  opening  statement  from  Sen- 
ator Durenberger,  if  he  wishes  one,  but  before  doing  that,  I  would 
like  to  welcome  my  colleague,  friend,  and  the  head  of  the  Pepper 
Commission,  the  Honorable  Senator  Jay  Rockefeller  from  West  Vir- 
ginia. Jay,  it  is  wonderful  to  have  you  with  us.  As  soon  as  Senator 
Durenberger  finishes  his  opening  statement,  we  will  turn  imme- 
diately to  you. 

Ofening  Statement  of  Senator  Durenberger 

Senator  DURENBERGER,  Mr.  Chairman,  thank  you.  The  oppor- 
tunity not  just  to  say  something  appropriate  about  Jay  Rockefeller, 
but  something  important  I  cannot  pass  up.  We  all  went  to  the  Pep- 
per Commission  thinking  it  was  sort  of  a  political  compromise  be- 
tween catastrophic — a  mandated  acute  care  program  and  then  the 
long-term  care  that  became  a  big  political  issue  in  1988.  And  I  re- 
member the  early  struggles  to  determine  whether  or  not  we  were 
going  to  be  doing  Claude  Pepper's  agenda  or  we  were  going  to  be 
doing  a  national  agenda  or  whether  they  coincided  or  what  the  case 
may  be.  And  then  just  as  we  were  resolving  those  incredibly  impor- 
tant issues,  as  it  turns  out,  we  lost  Claude  Pepper.  You  can  imag- 
ine a  commission  that  may  have  looked  to  many  people— either  the 
commission  looked  like  a  political  compromise,  or  the  issues  looked 
like  a  political  compromise,  leaderless  at  that  particular  point  in 
time.  There  just  were  not  a  lot  of  people  that  held  out  a  lot  of  ex- 
pectation that  we  were  going  to  accomplish  anything. 

But  we  elected  Jay  Rockefeller,  who  was  then  the  brand  new 
ranking  member  succeeding  George  Mitchell  on  the  Medicare  Sub- 
committee of  the  Finance  Committee,  as  our  leader.  And  I  must 
say  that  when  it  came  to  the  universal  access  issues,  we  ended  up 
at  least  with  a  divided  vote,  but  not  a  divided  committee.  And  I 
think  that  everybody  on  that  committee  came  so  much  closer  to 
agreement  than  they  would  have  under  any  other  set  of  cir- 
cumstances. Since  there  were  only  a  few  of  us  there  and  many  of 
you  who  were  not,  I  wanted  to  tell  you  that  because  there  was  an 
8  to  7  vote  on  the  acute  care  side  of  that  committee,  that  should 
not  lead  you  to  believe  that  this  was  a  committee  divided  down  the 
middle.  We  are  much  closer  because  of  Jay's  leadership. 

On  the  long-term  care  side,  which  is  the  subject  of  consideration 
today,  he  forced  us  first  to  define  what  it  is  we  were  talking  about. 
Nursing  home  care,  home  support  services,  assistance  with  essen- 
tial ADL's,  assistance  with  instrumental  ADL's,  physical  therapy, 
rehabilitative  services,  housing  assistance,  you  know,  just  a  whole 
variety  of  things.  Then  he  forced  us  to  deal  with  the  current  policy 
responses,  Medicaid,  Medicare,  the  Older  Americans  Act,  Title  III 
in  particular,  the  social  service  block  grants,  the  VA  programs,  the 
income  tax  provisions  that  we  labor  with  over  in  Finance,  this  new 
market  for  private  long-term  care  insurance.  All  of  these  things  he 
forced  us  to  examine  and  to  deal  with,  and  the  end  result  was  a 
set  of  recommendations,  which  I  think  we  ended  voting  11  to  4. 
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But  in  that  commission's  report  and  in  the  leadership  that  the 
chairman  of  the  commission  brought  to  it  as  a  successor  to  George 
Mitchell,  who  was  then  at  least  on  the  Senate  side  here  one  of  our 
leaders  on  defining  long-term  care  policy,  I  think  we  have  the  be- 
ginning of  meeting  the  challenge  of  the  policy  response  to  long-term 
care.  And  so,  I  am  pleased  to  be  on  this  subcommittee  with  you  and 
to  be  able  to  welcome  our  colleague  from  West  Virginia. 

Senator  Adams.  Senator  Rockefeller,  I  am  pleased  to  have  you 
with  us  this  morning.  I  want  to  commend  you  for  your  leadership 
on  the  Commission  in  bringing  forth  the  bold  proposals  that  you 
did.  Your  leadership  in  the  Finance  Committee  is  particularly  help- 
ful to  the  entire  Senate.  As  chair  of  the  Subcommittee  on  Medicare 
and  Long-Term  Care,  you  are  a  key  voice  in  highlighting  the  spe- 
cial health  care  needs  of  America's  elderly  citizens.  And  we  are  try- 
ing to  do  our  part  here  today  by  addressing  these  issues. 

Welcome  to  the  committee,  and  we  will  be  very  pleased  to  hear 
your  testimony. 

STATEMENT  OF  HON.  JAY  ROCKEFELLER,  A  U.S.  SENATOR 
FROM  THE  STATE  OF  WEST  VIRGINIA 

Senator  Rockefeller.  Thank  you,  Mr.  Chairman,  and  thank  you 
very  much,  Senator  Durenberger,  for  those  kind  comments. 

The  Pepper  Commission  was  an  extraordinary  experience  actu- 
ally, and  there  was  a  lot  to  be  learned  from  it  And  I  think  we  did 
move  the  agenda  forward  very  substantially. 

And  I  agree  with  you  that  on  long-term  care,  which  has  a  strong 
constituency,  there  was  strong  agreement  I  think  even  on  the 
acute  care  side  we  agreed  on  much  more  than  we  did  not  agree  on 
even  though  the  vote  was  8  to  7.  I  do  not  think  it  was  reflective 
of  the  unanimity  of  thinking  about  the  need  to  get  at  that  One  of 
the  things  I  think  of,  for  example,  is  a  complete  reforming  of  health 
insurance.  I  think  that  was  unanimous.  So,  I  agree  with  you  in 
what  you  said. 

These  are  very  important  hearings,  Mr.  Chairman,  and  I  guess 
I  need  not  say  that.  I  want  you  to  know  that  I  very  much  support 
your  legislation  to  reauthorize  the  Older  Americans  Act  I  remem- 
ber that  not  only  as  a  governor.  Was  it  1984  or  1983  when  the  ad- 
ministration tried  to  cut  it  all  out?  And  I  remember  tne  outrage 
from  not  only  the  present  witness,  but  from  our  seniors  all  across 
West  Virginia.  And  thanks  to  the  Congress  that  did  not  happen. 

You  know  really  more  than  I  think  anything— polls  differ,  but  I 
do  not  think  there  is  anything  that  causes  more  fear  among  peo- 
ple— not  just  seniors,  but  among  people  in  general—about  the  fu- 
ture anxiety  that  might  happen  if  some  terrible  accident  or  disease 
was  to  come  upon  one  of  our  citizens.  And  that  is  why  I  think  it 
is  so  appropriate  to  look  to  the  Older  Americans  Act  as  a  way  to 
aggressively  promote  long-term  care  services  needed  not  only  by 
senior  citizens,  but  by  the  40  percent  of  Americans  who  are  65  and 
under  who  need  long-term  care.  A  lot  of  people  do  not  recognize 
how  many  young  people  there  are.  In  fact,  I  believe,  Senator 
Durenberger,  Senator  Pepper's  approach  was  under  18  and  over  65. 
Our  approach  was  anybody  and  everybody  regardless  of  age  or  in- 
come. We  felt  it  was  really,  really  important 
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For  the  last  25  years,  the  act  has  been  the  major  force  in  promot- 
ing desperately  needed  services  for  the  elderly,  services  from  nutri- 
tion, transportation,  legal  advocacy.  Senator  Durenberger  listed  a 
lot  of  them.  And  this  is  classic  historic  legislation,  along  with  Social 
Security  and  Medicaid.  It  is  not  usually  counted  up  there,  but  it 
is  up  there  right  with  those  in  my  mind  at  least  in  terms  01  classic 
social  legislation. 

And  the  number  of  people  that  it  has  helped  is  incalculable,  but 
we  have  to  press  on.  We  nave  new  challenges.  We  have  more  that 
we  need  to  do.  There  are  between  9  million  and  11  million  Ameri- 
cans of  all  ages  who  must  depend  on  others  right  now  for  help  with 
basic  tasks  of  daily  living,  which  is  the  way  we  describe  or  cal- 
culate long-term  care.  Millions  more  than  that  know  the  physical, 
emotional,  and  financial  burden  of  caring  for  family  members  who 
need  that  kind  of  care.  And  the  statistics  are  one  thing.  The  exam- 
ples are  quite  another.  And  I  think  Senator  Durenberger  knows  I 
constantly  put  out  examples  because  I  think  they  are  more  inter- 
esting than  figures  anyway. 

I  think  of  a  family  in  West  Virginia  in  Mason  County  where  the 
husband  and  wife — I  would  say  they  are  in  their  late  5&s.  The  hus- 
band has  had  three  heart  attacks,  and  he  is  now  absolutely  immo- 
bile. There  is  not  a  single  muscle  that  works  in  his  entire  body 
with  the  exception  of  his  tongue,  but  he  cannot  talk.  His  mind  is 
as  clear  as  crystal.  And  so,  his  wife  Millie  now  for  7  consecutive 
years  has  been  taking  care  of  him.  He  has  diabetes,  so  he  has  to 
go  down  to  the  hospital  from  time  to  time. 

And  when  you  go  to  visit  this  family  and  you  see  Millie  just  bare- 
ly able  to  shift  him  or  to  help  him  go  to  the  bathroom,  which  is 
an  incredibly  complicated  physical  procedure  for  Millie  to  be  able 
to  accomplish  that — and  sometimes  there  are  neighbors  who  are 
available  to  help  her,  but  more  often  there  are  not.  And  you  watch 
her  mental,  her  physical,  her  financial,  her  psychological  condition 
just  deteriorate  month  by  month  because  mere  is  nothing  called 
respite  care  which  is  available  to  her,  or  apparently  insufficient 
care  that  is  available  to  her. 

And  this  man  communicates.  The  only  way  he  can  communicate 
is — and  I  do  not  know  quite  how  he  does  it  because  he  cannot  move 
any  of  his  muscles.  But  he  somehow  gathers  himself  and  then 
pushes  blood  into  his  face,  into  his  head  so  that  he  blushes,  and 
you  see  him  blush.  And  that  is  the  way  he  says  I  hear  you,  I  know 
you  are  there,  or  thank  vou,  or  I  am  tired,  or  whatever  it  is.  That 
is  the  only  way  he  has  of  communicating. 

And  this  is  true  everywhere.  All  over  this  country  you  have 
Millies  who  are  being  ruined  because  the  long-term  care  is  not 
there.  Our  long-term  care  policy  basically  is,  as  you  know.  You 
spend  yourself  into  impoverishment,  and  tnen  you  qualify  for  Med- 
icaid^ a  very  calculated  decision  on  the  part  of  many,  very 
humiliating.  And  then  Medicaid  packs  you  off  to  a  nursing  home, 
which  may  not  be  where  you  ought  to  be.  Medicaid  does  not  want 
to  provide  health  services  at  home  which  is  where  people  really 
need  them  and  certainly  where  my  Mason  County  couple  friend 
need  to  get  their  services. 

Now,  the  Pepper  Commission,  as  Senator  Durenberger  indicated, 
responded  to  that.  And  I  am  very  proud  of  what  we  did.  I  think 


6 


we  let  out  a  very  bold  blueprint  both  for  access  to  health  care  and 
for  long-term  care  for  every  single  American  who  needs  it  regard- 
less of  age  and  the  rest  of  that 

Basically  what  it  does,  our  plan  recommends  social  insurance  for 
home  and  community-based  care  and  for  the  first  3  months  of  nurs- 
ing home  care  for  all  Americans  regardless  of  income.  Now,  that  is 
a  social  insurance  program,  non-means  tested  for  home  health  care. 
That  is  the  way  that  is  going  to  be  done. 

Is  it  expensive?  You  bet  it  is  expensive,  but  it  is  a  lot  less  expen- 
sive than  trying  to  handle  people  with  those  problems  in  hospitals 
or  in  nursing  homes. 

Why  did  we  pick  the  first  3  months  for  a  non-means  tested  social 
insurance  program?  Some  would  have  preferred  the  first  6  months. 
So,  would  L  It  would  have  been  a  lot  more  expensive,  and  we  were 
trying  to  do  something  that  would  be  enactable  and  doable  because, 
in  fact,  over  40  percent,  almost  45  percent,  of  people  who  go  into 
a  nursing  home  are  in  a  position  to  return  home  before  the  end  of 
the  first  3  months.  So,  in  a  sense  what  we  do,  we  wanted  to  protect 
their  income,  protect  their  assets,  and  allow  them  to  go  back  to 
their  homes,  and  therefore  to  be  able  to  live  there. 

For  Americans  and  for  families  facing  long  nursing  home  stays — 
and  we  do  come  to  that,  of  course — a  very  key  protection  is  pro- 
vided to  prevent  family  impoverishment.  And  what  we  basically 
said,  the  private  insurance  market  has  to  come  in  there.  Although 
it  has  been  very  inactive  up  to  this  point,  it  is  beginning  to  grow. 
There  are  still  I  think  probably  under  a  million  policies  that  have 
been  sold  out  there,  but  it  is  beginning  to  grow.  And  we  give  them 
tax  treatment  which  will  encourage  them  to  grow. 

But  we  do  not  allow  any  family,  if  it  is  a  single  person,  to  fall 
beneath  $30,000  of  income  or  assets  plus  their  home,  plus  a  few 
other  things.  Or  if  it  is  a  married  couple,  no  family  can  go  under 
$60,000  of  income  or  assets  plus  their  home  and  a  few  other  things. 
In  other  words,  there  is  a  floor  beneath  which  you  cannot  fall,  and 
if  you  go  one  nickel  under  that  floor,  then  you  are  picked  up  by  the 
public  program.  And  thus,  no  more  spousal  impoverishment.  We 
end  that. 

To  ensure  quality  care  and  to  keep  a  lid  on  excess  costs,  the 
Commission  recommends  relying  on  case  managers — this  is  a  very, 
very,  very  important  concept,  easy  to  say,  but  extremely  important 
concept — so  that  they  can  develop  and  oversee  individual  care 
plans  that  are  tailored  to  individual  needs.  Our  report  looks  at  ben- 
efits that  include  personal  care,  homemaker  services,  respite  care, 
training  for  family  caregivers,  more  skilled  nursing  care,  rehabilita- 
tive services,  and  other  things  that  Senator  Durenberger  men- 
tioned. 

But  the  real  point  I  want  to  make,  Mr.  Chairman,  is  that  in  the 
Pepper  Commission  we  laid  out  a  very  clear,  a  very  specific,  and 
a  very  bold  blueprint  And  I  urge  the  members  of  this  sub- 
committee and,  in  fact,  all  of  our  colleges  to  support  the  long-term 
care  recommendations  of  the  Pepper  Commission.  I  think  they  are 
the  best  things  that  have  been  put  forward.  I  think  we  should 
enact  this  legislation  because  it  provides  the  protection  that  mil- 
lions and  millions  of  Americans  of  all  ages  need  right  now. 
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And  also,  and  just  as  importantly,  we  have  to  get  legislation 
going  right  now  because  we  have  to  put  in  place  the  infrastructure 
which  is  necessary  to  make  long-term  care  available,  in  fact,  for  the 
future  as  people  begin  to  make  more  use  of  it  We  do  not  have 
enough  trained  personnel  out  there.  We  do  not  have  enough  skill, 
have  enough  knowledge,  enough  experience.  So,  putting  in  the  in- 
frastructure, giving  the  time  for  the  infrastructure  to  develop,  is 
terribly  important  for  long-term  care.  If  you  were  to  put  the  Pepper 
Commission  into  full  force  today  on  its  long-term  care,  we  would 
not  be  ready  for  it  So,  that  is  why  we  phase  it  in  over  a  period 
of  years  to  allow  the  infrastructure  to  develop. 

I  think  pilot  projects  and  State  and  local  programs  are  underway 
all  across  this  country.  You  have  mentioned  one  in  your  opening 
statement,  providing  long-term  care  services  to  older  Americans, 
and  developing  that  sort  of  basic  level  of  knowledge  that  we  think 
we  have,  but  we  do  not  necessarily  have  that  will  guide  us  in  form- 
ing national  policies  and  the  nuances  and  the  different  types  of  ap- 
proaches to  long-term  care  that  we  are  going  to  have  to  do.  So,  we 
have  to  build  on  all  of  these  efforts,  State  and  national,  and  then 
do  even  more. 

In  fact,  as  the  Chairman  knows,  I  am  very  pleased  that  last  Oc- 
tober in  that  wonderful  phenomenon  called  reconciliation,  which  we 
will  not  have  now  for  some  years,  we  were  able  to  enact  one  part 
of  the  Pepper  proposal,  and  that  is  Medicaid,  of  course,  packs  ev- 
erybody off  to  a  nursing  home,  and  I  do  not  think  that  is  appro- 
priate. Well,  in  fact,  in  the  Pepper  Commission,  we  got  rid  of  Med- 
icaid altogether  because  we  feel  it  is  an  abominable  program  that 
does  not  either  serve  the  people  it  is  meant  to  and  those  who  it 
does  serve,  it  does  not  serve  them  properly.  So,  we  got  rid  of  it.  We 
just  totally  got  rid  of  it. 

But  for  the  meantime,  we  have  in  place  now  for  our  most  frail 
and  our  most  elderly  citizens  a  program  which  causes  Medicaid  to 
pay  for  them  to  have  home  health  care  or  community-based  care. 
That  is  the  first  time  that  has  happened,  and  I  think  it  is  a  good 
start  for  our  frailest  and  most  elderly  citizens. 

Now,  we  have  a  long  way  to  go.  There  is  a  great  deal  to  learn 
about  case  management,  about  case  assessment  before  case  man- 
agement, and  cost  containment,  and  how  they  interact  with  each 
other.  And  cost  containment  is  now  a  watchword  that  Congress  can 
no  longer  walk  around.  We  are  not  going  to  get  any  of  these  re- 
forms until  we  face  up  to  cost  containment. 

So,  as  I  indicated,  this  is  not  just  for  seniors,  but  for  every  Amer- 
ican who  needs  it,  and  in  these  areas  I  see  the  Older  Americans 
Act  as  a  really,  really  important  player. 

In  the  Pepper  Commission  blueprint,  we  accepted  Federal  re- 
sponsibility for  financing  some  of  the  key  aspects  of  this  program, 
the  social  insurance,  non means  tested  parts.  But  we  also  sought  to 
give  the  States  the  flexibility  in  the  development  and  the  imple- 
mentation of  home  and  community-based  services.  Therefore,  at 
least  in  my  view,  a  logical  next  step  is  for  the  Federal  Government 
to  play  a  more  supportive  role  in  helping  States  like  your  own,  Mr. 
Chairman,  to  explore  ways  to  administer  and  to  manage  a  variety 
of  long-term  care  service  models. 
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I  want  to  work  very  closely  with  you,  Senator  Adams,  on  your 
reauthorization  of  the  Older  Americans  Act  so  that  we  can  move 
long-term  care  forward.  The  constituency  is  out  there.  Our  policy 
is  nowhere. 

Now,  one  example  is  Senator  Pivot's  amendment,  of  which  I  am 
an  original  cosponsor,  and  that  is  an  amendment  to  establish  a  $5 
million  demonstration  program.  And  people  say,  well,  dem- 
onstration programs.  That's  just  fine.  Demonstration  programs  are 
needed  in  long-term  care.  They  are  desperately  needed  because  we 
have  to  find  ways  to  promote  and  to  evaluate  the  role  that  our 
aging  network  can  play  in  providing  long-term  care  services. 

His  proposal  would  compare  eight  different  models  in  order  to 
identify  the  best  and  the  most  efficient  way  to  provide  long-term 
care  services.  A  demonstration  like  this  could  provide  valuable,  in- 
depth  information  for  the  aging  network  and  other  health  agencies 
who  are  struggling  to  try  to  balance  the  question  of  cost  contain- 
ment and  case  management  and  quality  assurance. 

So,  I  really  think  it  is  vital  to  ensure  that  lessons  that  we  learn 
through  demonstration  projects  and  through  projects  that  are  al- 
ready on  stream  that  affect  long-term  care  programs — I  think  we 
have  to  learn  lessons  from  them,  and  then  we  have  to  get  those  les- 
sons disseminated  widely  into  the  aging  networks.  New  efforts 
have  to  be  made  to  disseminate  the  useful  information  and  the  use- 
ful ideas  among  all  the  key  Federal  health  agencies,  who  are  not 
very  sensitive  to  all  of  these  things,  and  State  organizations  that 
are  working  on  answering  the  tough  questions  of  cost  and  of  ad- 
ministration. 

So,  continued  experimentation  is  going  to  be  necessary.  The  sil- 
ver bullet  is  not  there.  We  have  to  experiment,  demonstrate,  prove, 
convince  because  you  are  talking  about  big  dollars,  and  before  the 
States  and  the  Congress  are  going  to  commit  adequately,  we  have 
to  show  them  that  this  works.  ' 

The  West  Virginia  community  care  program  in  my  view  is  a 
prime  example.  Since  1987  my  State  has  teen  working  to  provide 
community  care  by  trying  a  whole  variety  of  approaches,  and  in 
fact  the  State  ultimately  decided  to  reorganize  all  of  its  long-term 
care  services  under  one  office  called  Geriatrics  and  Long-term 
Care.  Now,  I  was  Governor  for  8  years.  That  idea  did  not  occur  to 
me.  It  occurred  to  my  successor.  So,  each  State  trying  to  work  out 
its  own  way. 

This  office  works  closely  with  our  Commission  on  Aging  which 
stays  intact,  and  it  uses  powerfully  the  State's  network  of  senior 
centers,  which  are  a  valuable  tool,  to  provide  home  and  community 
care.  And  we  have  those  in  every  single  county  in  our  State.  Over 
5,500  West  Virginians  have  been  served  through  this  program  real- 
ly by  a  single  point  of  entry,  that  is,  the  senior  center  in  a  county, 
for  home  care,  and  that  is  their  local  senior  center. 

So,  that  is  a  nice  start,  but  we  have  a  lot  more  to  do.  And  in 
summary,  I  think  we  have  to  push  forward  on  two  tracks  to  pro- 
mote long-term  care.  First  we  must  fight  to  expend  direct  services 
and  ultimately  build  a  comprehensive  long-term  care  protection 
program  and,  of  course,  it  is  my  hope  that  it  will  be  that  as  envi- 
sioned by  the  Pepper  Commission  because  I  think  it  is  sensible  and 
workable. 
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And  second  and  simultaneously  and  maybe  even  more  impor- 
tantly, we  have  to  develop  the  infrastructure,  Mr.  Chairman — we 
have  to  develop  the  infrastructure — to  provide  these  services  reli- 
ably and  effectively.  And  I  think  again  that  the  Older  Americans 
Act  has  a  pivotal  role  to  play  in  exploring  the  various  ways  that 
that  can  be  done. 

I  have  concluded.  I  would  be  glad  to  answer  any  questions. 

[The  prepared  statement  of  Senator  Rockefeller  appears  in  the 
appendix.] 

Senator  Adams.  Thank  you  very  much,  Senator  Rockefeller.  I 
particularly  wanted  you  to  be  here  this  morning.  Yesterday  I 
placed  in  the  record  Senator  Pryor's  bilL  Unfortunately,  as  you 
know,  he  is  in  the  hospital  at  the  present  time.  Yesterday,  I  intro- 
duced on  his  behalf  his  bill  with  the  OAA  amendments  that  he  has 
suggested.  I  want  you  to  know  that  the  OAA  reauthorization  bill 
that  will  come  out  of  this  committee,  will  reflect  the  tremendous 
work  that  has  been  done  by  the  Pepper  Commission,  and  by  Sen- 
ator Pryor  with  the  Select  Committee  on  Aging.  We  are  trying  to 
march  together  on  this. 

I  know  your  time  is  limited,  so  I  just  have  a  couple  of  brief  ques- 
tions for  you  regarding  how  we  can  best  coordinate  our  efforts  and 
put  this  together. 

In  your  State  and  in  my /State,  we  both  have  very  active  senior 
programs  that  deal  to  a  degree  with  the  case  management  ques- 
tion. Do  you  think  we  should  be  looking  to  the  Older  Americans 
Act,  which  has  an  aging  network  in  place,  to  develop  this  infra- 
structure that  you  are  speaking  of?  I  agree  that  we  must  have  a 
structure  to  apply  to  home  care  if  we  are  going  to  put  money  into 
it,  or  it  will  not  work.  I  agree  that  it  has  to  be  done  at  the  local 
level  And  it  has  to  be  federally  funded. 

Would  you  comment  on  that?  You  can  use  your  program  as  an 
example  or  I  could  use  mine,  but  we  have  in  common,  as  vou  know, 
the  aging  network.  We  have  senior  centers  available.  And  it  ap- 
pears to  me  that  we  may  have  an  opportunity  here  to  short  circuit 
what  you  indicated  is  a  long-term  problem  about  developing  an  in- 
frastructure for  the  use  of  Federal  money  for  home  care. 

Senator  Rockefeller.  Yes,  sir,  Mr.  Chairman.  I  think  the  aging 
network  is  crucial  because,  first  of  all,  it  is  out  there.  It  is  experi- 
enced. It  is  across  every  single  State.  As  you  indicated,  the  Pepper 
Commission  did  leave  administration  up  to  the  States,  and  I  think 
that  is  very  important  I  think  it  is  equally  important  that  the  Feds 
are  saying  in  most  ways  we  are  going  to  pay  the  bilL 

Senator  Adams.  The  bill  that  I  put  in  yesterday  for  Senator 
Pryor  for  demonstration  projects — would  you  give  me  your  thoughts 
on  how  many  or  where  we  ought  to  have  these?  How  do  we  get  a 
really  good  set  of  demonstrations  and  good  operations  to  manage 
if  we  are  going  to  put  more  money  into  home  care? 

Senator  ROCKEFELLER.  Yes.  The  obvious  places  to  put  them  are 
West  Virginia,  Washington,  and  Minnesota.  [Laughter.] 

But  in  seriousness,  tne  demonstration  projects  are  very,  very  im- 
portant, and  I  say  that  because  States  have  far  more  experience  in 
long-term  care  than  does  the  Federal  Government,  which  is  why 
the  Pepper  Commission  wanted  to  leave  administration  to  them. 
Still,  we  do  not  really  have  a  long-term  care  policy.  We  have  a  pas- 
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sive,  negative  long-term  care  policy  which,  as  I  say,  is  the  spousal 
impoverishment  approach  or  just  impoverishment  approach.  And, 
therefore,  demonstration  projects  are  necessary. 

You  can  talk  about  rural  America.  There  are  all  kinds  of  rural 
Americas.  I  can  take  you  into  my  State  and  you  go  to  what  you  call 
a  rural  section  of  the  State,  which  is  most  of  it,  but  there  are  fun- 
damental differences  between  counties  and  between  the  popu- 
lations and  oddly  so. 

Senator  Adams.  You  and  I  are  well  aware  of  that  from  certain 
trips  you  and  I  have  taken  through  there. 

Senator  Rockefeller.  Yes,  that  is  right. 

But  the  demonstration  programs  are  necessary.  The  case  man- 
agement is  an  easy  word  to  say,  but  assessing  how  do  you  get  at 
long-term  care.  Then  how  do  you  manage  it,  how  do  you  tailor  it. 
Ana  then  when  you  have  long  distances  between,  let's  say,  a  senior 
center  and  a  home  or  between  health  services  that  can  be  brought 
to  the  home  in  home  health  care,  everything  is  different.  And  we 
have  to  make  sure  that  we  do  this  efficiently  and  that  we  do  it  in- 
telligently. 

So,  the  aging  network  is  important  for  that.  The  demonstrations 
are  important  for  that,  and  then  the  aging  network  across  the 
State  and  then  across  the  country.  We  then  learn  from  those  dem- 
onstrations in  some  sense  how  we  can  learn  from  each  other. 

Senator  Adams.  And  you  are  really  proposing  that  the  Federal 
Government  start  funding  some  of  the  people  who  are  taking  care 
of  people  within  their  own  homes  so  they  do  not  have  to  go  the 
nursing  home. 

Senator  ROCKEFELLER.  That  is  the  fundamental  philosophy  of  the 
Pepper  Commission. 

Senator  Adams.  That  is  the  fundamental  philosophy,  isn't  it? 

Senator  ROCKEFELLER.  Yes,  of  our  long-term  care  policy.  That  is 
the  fundamental  philosophy.  " 

Senator  Adams.  Thank  you. 

Senator  Durenberger? 

Senator  DURENBERGER.  No  questions.  Thank  you. 

Senator  Adams.  Thank  you,  Senator  Rockefeller,  both  for  what 
you  have  done  and  what  you  are  doing.  We  want  to  work  very 
closely  with  you.  We  will  be  reauthorizing  the  Older  Americans 
Act,  and  we  want  do  our  part  in  dealing  with  the  long-term  care 
problem  as  part  of  it.  We  recognize  that  there  is  controversy  with 
this.  We  do  not  want  to  bite  off  something  that  we  shouldn't.  So, 
we  will  need  your  help,  and  I  hope  that  you"  will  give  it  to  us. 

Senator  ROCKEFELLER.  Yes,  sir.  And  we  need  the  help  of  every- 
body in  the  Congress.  We  need  the  help  of  seniors  all  over  America 
putting  pressure  on  this  end  of  Pennsylvania  Avenue  and  on  the 
other  end  of  Pennsylvania  Avenue  or  else  we  are  going  to  be  right 
where  we  are  10  years  from  now. 

Senator  Adams.  I  know,  and  that  would  be  very  bad. 

Thank  you  very  much,  Senator. 

Senator  ROCKEFELLER.  Thank  you,  Mr.  Chairman. 

Senator  Adams.  You  have  been  very  helpful  and  we  are  grateful 
for  your  service. 

Our  second  panel  consists  of  three  individuals,  including  one 
caregiver,  who  rely  on  long-term  care  and  other  community  serv- 
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ices  and  are  funded  through  the  Older  Americans  Act  This  particu- 
lar panel  will  demonstrate  what  we  are  in  the  process  of  doing  now 
so  we  will  know  what  our  takeoff  points  are. 

Mrs.  Helen  Lee  is  the  first  witness.  She  attends  a  senior  center 
in  Arnold,  MD,  not  far  from  Annapolis.  Mrs.  Lee  is  the  caregiver 
for  her  90  year  old  mother-in-law  who  lives  in  her  own  home  near- 
by. Her  mother-in-law  has  various  health  problems  and  receives 
home  care  services. 

Next  on  the  panel,  we  will  hear  from  George  and  Jean  Glakas 
of  Falls  Church,  VA.  Mr.  Glakas  attends  Lincolnia  Day  Health 
Care  Center  in  Fairfax,  VA,  three  times  a  week  while  his  wife 
works  in  their  small  family  business  from  11:00  a.m.  to  11:00  p.m. 
in  order  to  make  ends  meet. 

We  are  looking  forward  to  your  testimony.  Mrs.  Lee,  we  will  start 
with  you  and  then  we  will  move  to  the  Glakas  family. 

Mrs.  Lee. 

STATEMENTS  OF  HELEN  LEE,  CAREGIVER  AND  RECIPIENT, 
ARNOLD  SENIOR  CENTER,  ARNOLD,  MD;  GEORGE  AND  JEAN 
GLAKAS,  RECIPIENT  AND  CAREGIVER,  LINCOLNIA  DAY 
HEALTH  CARE  CENTER,  FAIRFAX,  VA 

Ms.  LEE.  Thank  yon. 

Many  seniors  have  expressed  their  appreciation  of  the  benefits 
they  receive  including  the  many  and  varied  programs  provided  at 
the  Arnold  Senior  Center  in  Anne  Arundel  County  near  Annapolis, 
MD. 

There  is  the  companionship  and  friendliness  to  be  gained  in  the 
classes  in  exercise,  dancing,  arts  and  crafts. 

There  is  the  daily  lunch  for  which  the  seniors  sign  up  in  advance. 
This  is  a  well-balanced  meaL  Enrollment  increases  as  more  people 
become  aware  of  lunch,  and  we  have  a  waiting  list  for  these  serv- 
ices. 

Transportation  is  important  to  those  who  do  not  drive.  These 
people  are  picked  up  in  the  morning  and  returned  to  their  homes 
in  the  afternoon.  The  van  is  available  for  medical  appointments  as 
well. 

There  is  a  scheduled  health  check  for  screening  diabetes  and 
blood  pressure.  I  myself  find  these  very  important  as  I  am  a  dia- 
betic and  have  had  a  heart  attack  in  the  past. 

However,  there  is  an  undercurrent  of  worry  about  possible  cuts 
in  health  for  the  elderly,  particularly  the  retiree  living  on  a  fixed 
income  in  the  low  to  middle  income  bracket.  They  feel  the  pressure 
of  increased  living  costs,  increased  tax  and  medical  expenses.  This 
applies  to  the  renter  as  well  as  to  the  home  owner. 

The  most  pressing,  constant  need  lies  with  the  elderly  who  want 
to  stay  in  their  homes,  but  who  need  assistance  and  some  personal 
care,  yet  they  are  not  totally  disabled  nor  confined  to  the  bed. 
Often  what  is  needed  is  part-time  services.  For  instance,  my  moth- 
er-in-law, Lillian  Rollins,  a  90  year  old  retiree  with  a  heart  condi- 
tion, gives  herself  insulin  every  day  for  her  diabetes  and  needs  a 
walker  to  get  around  because  of  her  arthritis.  She  has  assistance 
in  the  home  three  times  a  week  in  the  morning  for  her  grooming, 
some  daily  meal  preparation,  shopping  and  laundry.  All  of  these 
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are  nonmedical  needs,  but  without  them  she  would  not  be  able  to 
manage. 

I  am  a  75  year  old  retiree  and  wonder  what  my  future  holds  for 
me  when  I  am  unable  to  attend  to  all  of  my  needs.  I  also  hope  and 
plan  to  remain  at  my  home  in  my  old  age.  Now  the  upkeep  is  be- 
coming a  problem. 

Again  I  would  just  like  to  say  once  more  that  all  of  us  in  the  sen- 
ior center  are  very  concerned  that  the  funds  will  be  cut  back  this 
year.  We  would  like  to  encourage  your  committee  to  strongly  con- 
sider our  plea  for  continued  support  for  the  programs  funded  by  the 
Older  Americans  Act  They  are  so  very  important  to  all  the  older 
people  of  this  country. 

[The  prepared  statement  of  Ms.  Lee  appears  in  the  appendix.] 

Senator  Adams.  Thank  you,  Mrs.  Lee.  You  said  that  you  were  75 
and  your  mother-in-law  was  90,  and  that  you  assist  her  as  a 
caregiver.  And  you  have  somebody  who  comes  in  3  days  a  week? 

Ms.  Lee.  Yes.  I  assist  her  whenever  she  needs  the  extra  care. 
Once  in  a  while  she  has  become  ill,  and  she  needs  more  care  than 
the  person  who  comes  in  three  times  a  week  can  give  her.  So,  I  will 
go  in  and  help  her  with  her  meals  and  whatever  else  she  needs. 

Senator  Adams.  Mrs.  Lee,  you  may  not  be  able  to  answer  this, 
and  if  you  cannot,  just  don't  worry  about  it.  What  do  you  see  as 
the  future  for  your  mother-in-law  and  yourself  if  she  can  no  longer 
live  in  her  own  home? 

Ms.  LEE.  That  is  my  constant  worry  because  she  is  so  adamant 
about  the  fact  that  she  does  not  want  to  go  into  a  nursing  home. 
She  says  she  will  just  give  up  when  she  reaches  that  point.  I  be- 
lieve she  might  because  she  is  a  worrier. 

So,  as  for  myself,  I  would  like  to  feel  that  when  the  times  come 
that  I  can  no  longer  drive,  no  longer  take  care  of  myself,  that  I  will 
have  an  adequate  place  to  go  .where  I  can  live  with  some  assist- 
ance. But  I  do  not  see  it  right  now  in  the  future. 

Senator  Adams.  Thank  you,  Mrs.  Lee. 

Mr.  and  Mrs.  Glakas,  we  will  be  pleased  to  hear  your  testimony 
and  we  welcome  you  to  the  committee. 

Mr.  Glakas.  I  used  to  be  a  very  active  man  with  two  jobs.  When 
I  was  63,  I  had  a  stroke  that  left  me  paralyzed  on  my  left  side.  I 
was  in  the  hospital  for  ZVz  months.  Prom  there,  I  went  to  the 
Woodrow  Wilson  Rehabilitation  Center  in  Fisherville,  VA  for  3 
months  of  therapy.  I  got  to  the  point  where  I  could  take  a  few 
steps,  but  I  needed  a  lot  of  help  and  spent  most  cf  my  time  in  a 
wheelchair. 

I  was  glad  to  get  home.  My  bed  was  in  the  kitchen  and  there  was 
no  bathroom  on  that  floor.  I  was  in  bed  most  of  the  time  because 
I  needed  so  much  help  to  get  up  and  out  of  bed.  It  was  too  much 
for  my  wife.  I  needed  to  have  someone  with  me  to  dress  me,  feed 
me,  do  everything.  I  was  a  real  burden.  I  was  miserable  and  de- 
pressed. I  could  not  go  up  and  down  the  steps  in  the  house,  so  we 
sold  the  house  and  bought  a  condo  where  everything  is  on  one 
floor. 

We  used  to  hire  people  to  take  care  of  me.  It  was  very  hard  to 
get  somebody  good,  and  it  was  expensive.  Money  was  really  getting 
to  be  a  problem  with  my  wife  and  L 
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I  was  still  in  bed  most  of  the  time  feeling  unhappy  and  guilty 
that  I  had  to  depend  on  my  wife  for  so  much.  Luckily,  I  had  a 
young  wife.  That  wasn't  planned  I  had  a  good  family  that  helped 
me. 

My  sister  in  Maryland  located  a  day  care  center  here  in  Virginia. 
My  first  reaction  was  that  it  was  not  my  bag  sitting  around  with 
older  people,  but  when  I  went  in  1985,  I  liked  it  and  still  do.  I  like 
the  staff.  They  care  about  me  and  help  me  keep  my  spirits  up.  I 
have  made  a  lot  of  friends  there.  It  has  been  really  important  to 
me  to  have  friends  to  sit  around  with  and  talk  about  current  events 
and  He  about  our  women.  [Laughter.] 

I  figured  that  would  get  a  Little  laugh.  [Laughter.] 

The  center  bus  picks  me  up  at  my  home  and  brings  me  home  at 
night  We  do  many  different  things.  We  have  competitive  baseball. 
That  does  not  mean  we  go  out  on  the  baseball  field  and  play.  We 
play  it  on  the  inside.  We  play  box  hockey.  We  even  play  against 
the  other  centers.  This  year  we  took  first  place  in  the  volleyball 
tournament  and  second  place  in  the  box  hockey. 

We  go  to  a  movie  occasionally  and  then  out  to  lunch.  We  have 
trivia  games  to  rack  what  is  left  of  our  brains.  We  have  sing-alongs 
and  dances.  Those  dances  are  something.  You  should  see  them.  I 
do  the  wheelchair  shuffle.  When  we  have  parties,  I  tell  jokes. 

We  have  lunch  there.  I  ,get  only  the  food  on  my  special  diet 
There  is  a  nurse  to  check  my  pressure  and  heart  and  to  talk  me, 
and  there  are  other  people  to  help  me  in  whatever  way  I  need. 

Being  at  the  center  is  much  better  than  sitting  at  home,  and  I 
prefer  the  center.  50  to  1  to  a  nursing  home.  I  only  wish  there  were 
more  centers  for  people  like  myself  in  all  50  of  the  States. 

Thank  you  and  please  support  us. 

Senator  Adams.  Thank  you,  Mr.  Glakas. 

Mrs.  Glakas,  as  the  sole  caregiver  for  your  husband,  what  would 
you  andyour  husband  do  without  these  services? 
Mrs.  Glakas.  Well,  this  is  my  statement. 

I  do  not  know  what  we  would  have  done  without  the  day  care 
service  actually.  When  we  first  started  with  the  day  care  center,  we 
had  tried  other  choices,  Nurse  Finders,  comp  health  care,  and  other 
things,  paying  someone  to  come  in,  but  I  could  only  afford  them  4 
hours  a  day.  So,  without  the  day  care,  I  would  not  have  been  able 
to  supply  any  supportive  service  for  him.  The  adult  day  care  center 
has  saved  our  lives  actually. 

I  have  a  statement. 

Senator  Adams.  Please  go  right  ahead  with  it.  I  just  had  that 
question  because  his  statement  was  so  eloquent,  ana  I  wanted  to 
get  a  feeling  from  you  first.  But  please  proceed  with  your  state- 
ment 

Mrs.  Glakas.  Well,  as  you  know,  I  am  the  caregiver  of  George 
Glakas,  and  I  am  here  today  to  present  the  human  and  the  per- 
sonal side  of  having  long-term  care  service,  particularly  adult  day 
care,  available,  which  he  just  said,  from  the  caregiver's  point  of 
view. 

Some  people  might  think  of  the  centers  as  social  clubs  or  recre- 
ation clubs  for  the  elderly.  They  are  much  more  than  that.  The 
service  is  exactly  what  the  name  implies,  with  the  emphasis  on 
care. 
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Before  my  husband  started  attending  the  day  health  care  center 
in  Fairfax,  we  had  tried  all  sorts  of  alternatives.  We  had  help  from 
our  families,  but  since  my  husband  needs  assistance  with  every  ac- 
tivity and  personal  hygiene,  any  outside  help  had  to  be  considered 
skilled.  We  could  not  hire  just  regular  help. 

Since  he  was  declared  totally  disabled,  it  was  necessary  for  me 
to  work.  By  the  way,  I  do  not  work  all  week  11:00  to  11:00.  That 
is  4  days  a  week.  And  then  Friday,  Saturday  and  Sunday,  only  4 
hours. 

When  I  was  at  work,  my  husband  spent  many  hours  in  bed.  His 
condition  deteriorated,  and  he  spent  a  lot  of  time,  even  when  he 
was  sitting  up,  either  staring  into  space  or  watching  the  TV. 

It  was  more  difficult  for  me  to  assist  him  in  transferring  from  the 
wheelchair  to  the  bed.  He  finally  fell  on  me  and  crushed  my  hip. 
During  my  recuperation,  my  sister-in-law  was  investigating  pos- 
sibilities tor  care  for  my  husband.  I  would  no  longer  be  able  to 
lower  him  onto  the  tub  bench  or  exercise  him.  She  was  referred  to 
the  Annandale  Day  Health  Care  Center. 

He  was  accepted  and  our  routine  changed  drastically.  My  hus- 
band began  to  feel  better  and  more  alert.  He  looked  forward  to  his 
days  which  were  filled  with  his  breakfast,  lunch  and  many  activi- 
ties. I  was  more  relaxed  about  going  back  to  work  knowing  that  he 
was  being  well  taken  care  of  all  day  and  that  a  nurse  on  duty  was 
able  to  check  on  his  health  all  the  time.  A  therapist  was  also  made 
available  through  their  efforts  and  also  a  podiatrist.  I  was  unable 
to  cut  his  toenails  because  they  were  toe  tough. 

At  first  I  had  to  drop  my  husband  off  on  my  way  to  work,  but 
eventually  transportation  was  made  available  through  Fast  Train. 

The  financial  burden  was  eased  because  the  charge  was  based  on 
a  sliding  scale.  We  currently  pay  only  $15  a  day  for  this  service. 

The  staff  was  helpful  to  me  in  many  other  ways  also.  When  I  de- 
veloped carpal  tunnel  syndrome  and  was  again  faced  with  surgery 
and  not  being  able  to  take  care  of  my  husband,  they  furnished  me 
with  a  list  of  companions  and  other  help  available  to  me. 

Last  year  George  transferred  to  the  Lincolnia  Adult  Day  Health 
Care  Center  in  Fairfax  and  has  made  a  very  good  adjustment.  This 
is  a  new  type  of  facility  being  developed  in  Fairfax  that  combines 
an  adult  day  care  center,  a  senior  recreation  center  and  senior 
apartments  and  assisted  living.  I  recommend  that  you  all  come  and 
visit  this  new  facility  because  it  really  could  serve  as  a  model  pro- 
gram foi  jther  places  in  the  country  which  you  were  mentioning 
Before. 

I  realize  that  it  is  a  traumatic  experience  for  a  person  who  has 
to  spend  most  of  their  life  in  a  wheelchair,  but  it  is  also  a  major 
upheaval  in  the  life  of  the  caregiver.  The  day  health  care  center 
helps  preserve  the  sanity  of  both  parties.  Had  we  not  been  able  to 
avail  ourselves  of  this  opportunity,  I  do  not  know  how  we  would 
have  managed  the  past  few  years.  I  only  hope  that  this  type  of  care 
is  made  available  to  everyone  who  needs  it. 

Thank  you. 

Senator  Adams.  Thank  you,  Mrs.  Glakas. 

I  understand  you  contribute  money  each  time  you  go  to  the  cen- 
ter. Do  you  have  concerns  about  your  ability  to  make  these  con- 
tributions in  the  future? 
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Mrs.  Glakas.  Actually  I  felt  that  Senator  Rockefeller  was  talking 
to  me.  I  will  be  65  in  October.  I  have  started  to  worry  about  what 
will  happen.  I  am  not  in  the  best  of  health.  What  would  happen 
if  I  cannot  take  care  of  my  husband  or  take  care  of  myself  for  that 
matter?  I  will  work  as  long  as  I  can  and  take  care  of  him  in  the 
home  as  long  as  I  can,  but  we  will  eventually  also  need  some  as- 
sistance. And  I  am  thinking  of  the  future  also  and  hoping  that 
some  of  these  bills  will  pass. 

We  appeared  before  a  committee  Senator  Melcher  had  several 
years  ago,  and  to  my  knowledge,  nothing  has  been  done  yet  I  hope 
that  this  committee  will  be  able  to  pass  something  that  will  be 
helpful  to  people  in  our  position. 

Senator  Adams.  Mrs.  Glakas,  I  want  you  to  know  it  is  very  dif- 
ficult. That  is  why  I  brought  in  Senator  Rockefeller,  and  why  we 
are  holding  these  hearings.  They  are  directed  toward  what  you  are 
talking  about. 

Incidentally,  what  kind  of  transportation  do  you  have  to  get  to 
the  center  and  back? 

Mrs.  Glakas.  Fast  Train  offers  assistance  for  handicapped  peo- 
ple. There  is  a  handicapped  van  that  picks  my  husband  up  at  the 
door  and  brings  him  home.  That  is  also  sponsored  by  Fairfax  Coun- 
ty. That  is  an  additional  charge  to  the  day  care.  But  also  in  case 
I  am  working  and  I  cannot  take  him  to  the  doctor  or  for  some  other 
appointment,  if  you  make  arrangements  ahead  of  time,  they  will 
pick  him  and  up  and  take  him.  It  is  a  minimal  charge.  That  is  also 
based  on  a  sliding  scale. 

Senator  Adams.  Thank  you  all  very  much  for  your  testimony.  I 
think  it  is  very  important  that  everyone  understands. 

Mr.  Glakas.  And  before  I  close,  Senator,  my  wife  and  I  can  sit 
here  and  talk  until  we  are  blue  in  the  face  about  the  day  care  serv- 
ices in  Fairfax.  We  would  love  to  have  you  and  your  committee 
come  over  and  spend  the  day  with  us  or  spend  a  couple  hours  with 
us,  especially  lunch.  They  serve  good  lunches. 

Senator  Adams.  Thank  you,  Mr.  Glakas. 

Mr.  Glakas.  We  would  love  to  have  the  whole  committee  and 
your  assistants. 

Senator  Adams.  Thank  you  for  the  invitation. 
Mr.  Glakas.  And  no  charge.  [Laughter.] 
Senator  Adams.  Good.  Thank  you. 

The  third  panel  that  we  have  this  morning  will  highlight  the 
Older  Americans  Act  and  its  efforts  to  stimulate  and  expand  the 
long-term  care  system  on  the  State  and  local  leveL  We  have  wit- 
nesses from  Washington  State  as  well  as  the  State  agencies  on 
aging  in  Michigan  and  in  Mississippi 

Charlie  Reed  has  been  working  on  behalf  of  Washington  State's 
senior  citizens  for  25  years.  He  started  off  as  a  consultant  to  the 
State  Office  on  Aging  and  eventually  became  director  of  that  office, 
a  position  he  held  for  9  years.  For  the  past  5  years,  he  has  held 
the  position  of  Assistant  Secretary  for  the  Aging  and  Adult  Services 
Administration  which  is  responsible  for  overseeing  aging  and  adult 
services  and  long-term  care  and  nursing  home  care.  Charlie  has 
testified  before  this  committee  in  the  past,  and  I  personally  look 
forward  to  hearing  from  you  once  again,  Charlie. 
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Robert  Dolsen  is  Executive  Director  of  the  Region  IV  Area  Agen- 
cy on  Aging  which  serves  southwestern  Michigan.  He  has  been  in 
that  position  since  the  agency's  inception  17  years  ago.  He  is  also 
on  the  boards  of  several  organizations,  including  the  Michigan  As- 
sociation of  Area  .Agencies  on  Aging  and  the  National  Association 
of  Area  Agencies  on  Aging. 

Jane  Kennedy  conies  to  us  today  from  the  State  of  Mississippi. 
Mrs.  Kennedy  has  been  Director  of  the  Southern  Mississippi  Plan- 
ning and  Development  District's  Aging  Division  since  1973.  She 
currently  serves  on  the  board  of  directors  of  the  National  Associa- 
tion of  Area  Agencies  on  Aging,  the  Southern  Association  of  Area 
Agencies  on  Aging,  and  the  Mississippi  Gerontology  Society. 

I  am  very  pleased  to  welcome  this  panel.  We  are  looking  forward 
to  your  testimony.  You  may  either  summarize  it  or  put  it  in  in  full. 

Charlie,  why  don't  we  start  with  you.  Welcome  to  the  committee, 
and  we  are  very  pleased  to  see  you. 

STATEMENTS  OF  CHARLES  E.  REED,  ASSISTANT  SECRETARY, 
AGING  AND  ADULT  SERVICES  ADMINISTRATION  SEATTLE, 
WA;  ROBERT  DOLSEN,  EXECUTIVE  DIRECTOR,  REGION  IV, 
AREA  AGENCY  ON  AGING,  ST.  JOSEPH,  MI;  AND  JANE  KEN- 
NEDY, DIRECTOR,  AAA  OF  SOUTHERN  MISSISSIPPI,  FLAN- 
NING  AND  DEVELOPMENT  DISTRICT,  GULFPORT,  MS 

Mr.  Reed.  Thank  you,  Senator  Adams.  It  is  a  pleasure  to  see  you 
again  as  well 

I  appreciate  being  asked  to  testify  here  today.  As  you  know,  I  am 
the  director  of  the  State  Aging  Office  in  Washington  State.  I  also 
have  the  responsibility,  as  you  said,  for  the  nursing  home  program 
and  for  the  other  services,  the  in-home,  and  nonmedical  residential 
services  in  the  State  of  Washington. 

I  would  like  to  talk  about  three  things  here  today,  Senator  first, 
to  describe  briefly  how  our  system  works  in  the  State  of  Washing- 
ton, summarize  what  I  think  is  going  to  be  happening  with  long- 
term  care  reform  in  the  country  and  what  I  think  the  goals  should 
be  for  that  reform,  then  finally,  talk  about  how  the  Older  Ameri- 
cans Act  and  how  the  aging  networks  should  be  participants  in 
that  activity. 

In  the  absence  of  strong  Federal  leadership,  the  States,  as  you 
know,  have  been  the  laboratories  for  program  development  and  in- 
novations in  long-term  care.  And  while  there  is  a  lot  of  diversity 
amongst  the  States  in  population,  geographic  size,  and  administra- 
tive organization  and  so  on,  the  one  thing  we  do  seem  to  have  in 
common  is  that  there  is  a  growing  need  for  long-term  care  that 
cannot  be  ignored.  The  problems  simply  are  not  going  to  go  away. 

In  the  State  of  Washington,  we  have  been  trying  to  address  those 
for  the  last  several  years.  We  do  have  13  area  agencies  on  aging 
in  our  State.  There  has  been  a  very  good  relationship  between  the 
State  and  the  area  agencies  over  the  years.  We  have  developed  a 
culture  of  advocacy  in  that  we  feel  that  it  is  our  role  to  advocate 
for  older  persons  and  their  long-term  care  needs. 

We  took  very  seriously  in  the  State  of  Washington  what  is  in  the 
Older  Americans  Act  about  the  role  of  the  aging  networks  to  de- 
velop a  comprehensive,  coordinated  system  of  services  for  older  per- 
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sons,  and  we  have  gone  about  doing  that  for  the  last  several  years 
in  our  State. 

One  of  the  things  that  has  made  a  difference  in  our  State  is  the 
area  agencies  from  the  very  beginning  took  very  seriously  the  idea 
of  developing  what  we  call  information  and  assistance  programs, 
commonly  referred  as  information  referral  in  other  States.  I  think 
that  is  the  cornerstone  of  our  system  in  the  State  of  Washington 

We  have  also  gone  about  targeting  our  services  to  those  that  we 
think  are  most  in  need  either  because  of  their  disability  or  because 
of  their  income.  We  have  had  a  cost-sharing  program  in  the  State 
of  Washington,  and  it  has  been  very  successful  There  simply  does 
not  seem  to  be  enough  public  funds  to  meet  the  needs  of  all  the 
people  in  the  system  who  have  needs.  Our  service  system  serves 
everybody  regardless  of  income,  but  it  does  use  a  sliding  scale  to 
decide  who  is  going  to  receive  the  public  funds.  We  have  found  that 
to  be  a  very  good  way  of  sorting  out  who  is  going  to  receive  the 
public  funding. 

In  the  early  ISStfs  in  our  State,  we  became  heavily  involved  in 
the  Medicaid  waiver  program  in  administering  the  federally  funded 
community  care  programs. 

We  also  took  very  seriously  the  issue  of  case  management,  feel- 
ing that  was  a  very  important  element  of  the  system.  We  were  one 
of  the  first  States  to  codify  our  case  management  standards.  We  do 
have  standards  statewide  now  that  are  adhered  to  by  all  the  area 
agencies,  and  it  is  a  very  important  element  of  our  service  system. 

In  1986,  we  merged  our  community  service  system  under  one  ad- 
ministration with  the  nursing  home  system  and  decided  we  were 
in  the  long-term  care  business.  We  articulated  at  that  time  for  the 
first  time  that  people's  values  do  not  change  when  they  age  or  be- 
come disabled.  They  have  the  same  strong  feelings  that  all  of  us 
I  think  in  this  room  have  about  very  simple  things,  about  who  they 
want  to  share  a  bedroom  with/ who  they  want  to  share  a  bathroom 
with,  what  they  want  to  eat,  when  they  want  to  eat  it,  what  they 
want  to  watch  on  TV.  All  those  values  that  we  treasure  so  much 
are  lost  often  when  people  have  to  use  the  long-term  care  system 
by  moving  into  institutional  care. 

We  have  tried  to  balance  out  our  system  in  the  State  of  Washing- 
ton and  are  struggling  to  do  that.  Roughly  half  the  people  we  serve 
in  our  system  reside  m  nursing  homes.  Koughly  one-half  reside  in 
the  community.  We  are  still  spending  80  percent  of  our  money  on 
those  in  the  institutional  setting  because  of  the  biases  in  the  Med- 
icaid system. 

The  area  agencies  in  our  State  have  been  very  strong  advocates 
in  helping  develop  the  system.  While  they  do  not  actually  operate 
all  the  services  or  even  establish  eligibility,  they  are  a  very  critical 
part  in  our  system  in  the  State  of  Washington.  State  employees  es- 
tablish eligibility  for  the  long-term  care  system  in  our  State. 

Because  the  long-term  care  system  and  the  Medicaid  funding  is 
fundamentally  biased  toward  nursing  home  care  and  because  there 
is  such  a  very  strong  lobby  for  nursing  homes,  we  continue  to 
struggle  in  our  State,  even  though  it  is  a  relatively  good  system, 
to  balance  out  our  services,  as  I  mentioned-  There  is  a  great  de- 
mand on  the  public  funds.  As  you  know,  I  think,  there  is  a  teach- 
ers' strike  in  the  State  of  Washington  right  now  today,  and  the  leg- 
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islative  session  will  probably  end  on  Sunday.  I  suspect  there  will 
be  more  money  going  into  education.  It  is  hard  to  quarrel  with. 
There  will  be  less  money  available  for  social  services.  What  will  be 
hit  probably  are  community  social  services  for  older  persons  and 
those  needing  long-term  care.  I  am  sure  that  is  not  unusual  around 
the  country. 

The  recommendations  that  I  have  for  developing  a  national  long- 
term  care  policy  are  much  like  Senator  Rockefeller's.  I  definitely 
agree  with  what  the  Pepper  Commission  has  been  doing.  I  am  con- 
vinced that  if  we  are  ever  going  to  have  a  system  that  serves  any- 
body other  than  poor  and  near  poor,  we  will  have  to  focus  on  a  so- 
cial insurance  program.  The  best  we  can  do  in  our  system  now  with 
the  money  we  have  available  is  serve  the  poor  and  near  poor. 

We  need  to  have  equitable  benefits  based  on  assessment.  Case 
management  will  be  a  critical  part  of  that. 

We  need  to  focus  on  the  community  and  home  care,  but  also  pro- 
vide some  coverage  for  nursing  home  care  to  protect  people's  assets 
for  a  long  enough  time  that  they  can  go  back  into  the  community 
if  that  is  possible. 

I  believe  the  program  must  be  administered  by  the  States.  Be- 
cause of  the  diversity  around  the  country,  the  different  political 
structures  and  administrative  structures,  it  is  really  important  to 
have  State  administration.  , 

We  do  need  to  have  Federal  financing,  however,  and  we  also 
need  to  assure  that  there  is  good  quality  in  the  system. 

The  Older  Americans  Act  has  provided  for  a  role  for  the  States 
and  area  agencies  in  this  whole  development  of  long-term  care  over 
the  years.  I  would  caution,  however,  the  field  of  aging  is  not  syn- 
onymous with  long-term  care.  I  think  it  is  a  mistake  to  put  all  the 
eggs  in  one  basket.  There  are  many  other  important  things  that 
older  people  need  that  are  dealt  witn  in  the  Older  Americans  Act 
The  whole  issue  of  elder  rights -is  extremely  important. 

I  am  very  pleased  with  tne  recent  reorganization  in  the  Office  of 
Human  Development  in  giving  the  Commissioner  on  Aging  the  As- 
sistant Secretary  status  with  the  rank  and  status  of  Assistant  Sec- 
retary. I  think  that  is  a  good  way  to  have  the  Commissioner  begin 
to  coordinate  at  the  Federal  level  as  people  of  my  type  jry  to  coordi- 
nate at  the  State  level 

We  do  need  to  have  continued  long-term  care  reform.  Everybody 
wants  a  long-term  care  benefit  That  is  not  synonymous  with  a  ge- 
neric long-term  care  system.  It  is  important  to  have  a  generic  bene- 
fit, but  there  may  be  different  delivery  systems  for  dnTerent  types 
of  people. 

In  conclusion,  just  let  me  say  that  there  is  definitely  a  role  for 
the  area  agencies  in  the  State  in  long-term  care  systems.  There  has 
to  be  a  lot  of  flexibility  given  to  the  States  because  there  will  be 
a  variation  in  how  that  happens  around  lie  country.  In  every  case 
I  think  it  is  important  for  States  and  area  agencies  to  play  a  strong 
advocacy  role  in  the  development  of  long-term  care. 

Just  one  final  point  I  would  like  to  also  say  that  it  is  very  impor- 
tant that  the  administration  continue  with  its  long-term  care  re- 
source centers  to  give  assistance  to  States  and  area  agencies.  We 
have  received  a  great  deal  of  assistance  from  the  various  centers 
across  the  States.  You  are  going  to  hear  from  a  couple  of  them  here 
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later.  They  have  done  a  very  good  job  for  the  States  and  really  give 
us  the  information  we  need  to  play  a  strong  role  in  long-term  care. 
Thank  you. 

[The  prepared  statement  of  Mr.  Reed  appears  in  the  appendix.] 

Senator  Adams.  Thank  you,  Mr.  Reed.  I  will  save  my  questions 
until  all  three  of  you  have  testified. 

Mr.  Dolsen,  welcome  to  the  committee.  We  are  looking  forward 
to  hearing  your  testimony. 

Mr.  Dolsen.  Thank  you,  Senator  Adams.  It  is  a  pleasure  to  be 
asked  to  speak  today. 

In  the  past  few  years,  policymakers  have  been  seriously  address- 
ing the  issues  of  community-based  long-term  care.  They  have  fre- 
quently expressed  fear  that  to  open  Medicare  or  Medicaid,  as  it 
currently  operates,  to  in-home  long-term  care  would  invite  abuses 
and  a  raid  on  the  Federal  treasury.  Their  fears  are  not  without 
some  foundation.  They  have  also  expressed  frustration  in  their 
search  for  a  mechanism  to  manage  the  system,  balancing  client  ad- 
vocacy, and  the  prudent  expenditure  of  public  dollars. 

The  area  agencies  on  aging  recognized  more  than  10  years  ago 
that  the  community-based  long-term  care  system  of  older  persons 
and  their  advocates'  desire  is  embodied  in  the  mission  of  Title  III 
of  the  Older  Americans  Act,  "to  provide  supporting  services  to  as- 
sist older  persons  to  remain  independent  in  their  own  homes".  And 
despite  their  modest  funding  and  their  being  overshadowed  by  the 
two  medical  programs,  they  have  been  building  that  long-term  care 
system.  Today  over  50  percent  of  all  area  agencies  on  aging  pro- 
vide, as  a  part  of  . their  advocacy  efforts,  client  focused,  service  neu- 
tral case  management. 

Our  National  Association  of  Area  Agencies  on  Aging  has  pub- 
lished two  position  papers  on  long-term  care.  Our  biggest  fear  is 
that  policymakers  will  not  recognize  that  our  network  is  the  critical 
management  system  they  have-teen  seeking. 

There  are  some  remarkable  similarities  among  the  case  manage- 
ment systems  AAA's  operate.  A  great  majority  of  them  follow  tne 
10  commandments  of  case  management  posited  by  Dr.  Rosalie 
Kane.  The  vast  majority  of  AAA's  are  service  neutral  so  their  case 
management  efforts  can  be  effective  individual  advocacy  and  so 
their  case  managers  can  be  flexible  in  service  provision.  And  AAA's 
have  authority  over  some  services  so  that  their  advocacy  may  be- 
come manifest 

Much  of  what  our  AAA  in  southwestern  Michigan  does  in  case 
management  is  very  similar  to  what  most  of  the  AAA's  in  the  Na- 
tion do,  but  I  would  like  to  share  with  you  today  some  of  the  key 
features  of  our  operations,  some  of  the  less  common  features,  and 
some  of  the  conclusions  we  have  drawn  from  our  efforts. 

We  decided  early  on  we  would  tightly  target  limiting  our  clien- 
tele to  those  with  multiple  and  complex  needs  and  requiring  that 
each  client  be  deemed  eligible  for  nursing  home  admission  by  the 
Michigan  Department  of  Public  Health.  We  felt  that  this  would 
give  us  a  better  handle  to  ascertain  any  impact  on  nursing  home 
occupancy. 

From  both  our  Medicaid  and  Older  Americans  Act  funds,  we  es- 
tablished direct  purchase  of  service  pools  allowing  case  managers 
to  buy  necessary  services  on  a  client-by-client  basis,  including  those 
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services  for  which  we  may  not  contract.  Service  standards,  service 
charges,  and  service  capacity  are  set  out  in  purchase  agreements 
with  Dona  fide  service  agencies.  The  direct  purchase  pools  also  per- 
mit the  purchase  of  nonrecurring  items  such  as  ramps,  reach  ex- 
tenders, grab  rails,  the  costs  of  housing  adaptation,  whatever  it 
takes  to  get  the  job  done. 

We  further  insist  from  our  Older  Americans  Act  and  Medicaid 
service  providers  that  our  case  managers  set  frequency  and  dura- 
tion of  services  we  order  from  them. 

We  also  make  the  client  and  family  full  partners  in  the  manage- 
ment of  care.  We  make  certain  that  in  every  way  possible  client's 
preferences  are  respected.  We  not  only  make  the  family's  help  part 
of  the  care  plan,  but  we  take  special  pains  to  explain  to  client  and 
family  what  the  services  are,  what  agency  will  provide  each  service, 
and  what  outcome  they  should  expect  from  it  Then  we  monitor  to 
see  that  the  tasks  were  done  in  the  professional  manner  expected, 
that  the  expected  outcome  was  achieved,  and  that  each  service  pro- 
vider treated  the  client  with  respect  ana  courtesy  and  understand- 
ing. We  think  that  client  and  case  manager  working  together  are 
the  best  mechanism  for  quality  assurance. 

The  impact  of  our  case  management  project  in  the  past  3  years 
has  been  in  our  opinion  profound.  Of  our  clientele,  all  of  whom  are 
appropriate  for  nursing  home  entry,  80  percent  have  been  able  to 
remain  in  their  own  homes.  And  the  cost  of  their  care  in  the  home 
has  consistently  averaged  35  to  40  percent  of  the  average  nursing 
home  for  the  region. 

According  to  a  study  by  Western  Michigan  University,  our  clients 
have  needed  to  use  medical  facilities  significantly  less  than  a  simi- 
lar control  group,  and  although  we  cannot  prove  absolute  cause  and 
effect,  our  area  has  the  lowest  nursing  home  occupancy  of  all  the 
areas  in  Michigan  relative  to  nursing  home  bed  need. 

In  addition,  we  have  been  able  to  confirm  what  the  Brandeis 
University  study  on  cultural  diversity  has  asserted,  that  it  is  not 
true  that  elders  of  color  do  not  use  formal  services  because  they 
have  their  own  substitutes.  We  have  served  minority  elders  at  a 
rate  three  times  their  occupancy  rate  in  nursing  homes. 

Our  data  on  client  services  and  expenditures  confirm  to  our  sat- 
isfaction that  case  management  can  assure  appropriate  access, 
high  quality  care,  and  reasonable  cost  in  home-based  long-term 
care.  What  we  have  done  is  not  so  extraordinary  or  difficult,  merely 
carefully  designed  and  purposefully  implemented.  What  we  have 
done  can  be  easily  replicated  in  almost  every  AAA  in  the  Nation 
accommodating  the  full  range  of  long-term  care  funding  sources. 

This  is  not  to  say  that  our  project  does  not  have  some  vulner- 
ability. Our  continued  existence  depends  on  a  Medicaid  waiver  the 
State  of  Michigan  is  pursuing.  The  U.S.  Health  Care  Financing  Ad- 
ministration has  some  difficulty  breaking  out  of  the  centralized 
paper  review  mode  that  has  been  the  pattern  of  the  acute  care 
structure  in  the  United  States.  We  hope  that  HCFA  could  be  en- 
couraged to  be  more  receptive  to  the  kind  of  system  we  find  works 
best  in  long-term  care. 

With  regard  to  the  role  of  the  Older  Americans  Act  in  long-term 
care,  we  strongly  recommend  that  the  reauthorization  make  ex- 
plicit a  AAA's  authority  to  provide  directly  without  a  waiver  those 
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statutory  services  relating  to  an  AAA's  administration  and  advo- 
cacy, including  individual  assessment  and  case  management.  Those 
statutory  services  were  once  cited  in  the  regulations  as  basic  to  an 
AAA's  required  functions.   

We  also  recommend  expanding  the  range  of  Title  HID  and  1 11 B 
priority  services  to  any  services  relating  to  home  care,  including 
minor  home  repair,  home  environment  adaptation  and  environ- 
mental aids,  as  well  as  day  care  and  respite  care. 

And  we  recommend  that  the  act  give  explicit  authority  to  AAA's 
to  a  portion  of  Title  HI  funds  to  purchase  directly  through  case 
management  on  a  client-by-client  basis  in-home  and  community 
services  necessary  to  assist  at-risk  older  persons  to  live  in  then- 
own  homes.  We  feel  that  these  relatively  modest  changes  in  the  act 
can  set  State  and  area  agencies  on  aging  on  the  final  stretch  to 
completing  the  client  focused  management  system  that  can  make 
a  national  home-based  long-term  care  system  a  reality. 

Thank  you. 

[The  prepared  statement  of  Mr.  Dolsen  appears  in  the  appendix.] 
Senator  Adams.  Thank  you,  Mr.  Dolsen. 
Mrs.  Kennedy,  welcome  to  the  committee. 

Ms.  Kennedy.  Thank  you,  Mr.  Chairman  and  members  of  the 
subcommittee.  I  appreciate  being  here.  I  recognize  the  importance 
of  this  committee  and  its  link  to  the  policy  structure.  And  we  com- 
mend this  committee,  if  I  may,  for  your  diligent  efforts  in  reexam- 
ining the  network  and  its  functions  historically  in  looking  at  our 
common  goal  of  achieving  an  independent  life  for  all  older  people. 

I  think  it  is  apparent  that  no  one  element  of  the  aging  network 
is  more  inspired  or  more  committed  or  has  greater  vision,  one 
above  the  other,  in  addressing  these  issues  associative  of  quality  of 
life  for  older  persons.  I  am  equally  confident  that  the  mission  of 
area  agencies  on  aging  to  serve,  as  catalysts  in  the  development  and 
promotion  of  home  and  community-based  long-term  care  services  is 
both  clearly  reflected  and  responsibly  demonstrated  by  area  agen- 
cies across  the  Nation.  And,  that  within  the  framework  of  the 
Older  Americans  Act,  despite  its  complexity  and  perhaps  more  so 
because  of  its  flexibility,  the  aging  network  continues  to  advance  ef- 
forts to  support  and  sustain  quality  of  life  for  millions  of  older  per- 
sons. 

Each  of  us  here  acknowledges  the  issues  associative  with  the 
growth  of  older  persons,  the  unprecedented  growth  of  the  very  old 
amongst  them,  and  we  recognize  that  heretofore  government  has 
assumed  primary  responsibility  for  public  investment  in  response 
to  those  pressing  needs.  And  we  also  recognize  at  this  point  that 
budgetary  constraints  at  all  levels  of  government  dictate  a  careful 
examination  of  the  services  that  are  in  the  process  of  addressing 
long-term  care  to  seek  the  most  efficient,  most  cost  effective  sys- 
tems for  delivery. 

I  wanted  to  speak  briefly  on  support  for  long-term  care  within 
the  area  agencies  on  aging  nationwide,  but  also  to  recognize  that 
in  Mississippi,  for  purposes  of  this  discussion  I  would  speak,  as 
long-term  care  system  developers  within  our  central  focus  or  role 
as  advocate  coordinators  and  quality  of  service  monitors,  rec- 
ognizing that  not  unlike  other  States,  wide  variances  exist  between 
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area  agencies  and  the  application  of  strategies  intended  to  achic 
our  common  goal. 

It  should  be  noted  that  in  our  State  area  agencies  have  adopt 
uniform  service  standards  that  have  standardized  prescreeni 
mechanisms  and  access  based  on  level  of  need,  as  Mr.  Dolsen  mc 
tioned,  the  importance  of  being  sure  that  there  is  some  sort  of  c 
uity  in  access  based  on  uniformity.  These  procedures  have  help 
us  to  link  client  needs  with  service  options  and  have  virtua 
eliminated  duplicative  kinds  of  assessments  for  Older  America 
Act  services  with  the  exception  perhaps  of  the  Medicaid  waiver  i 
home  and  community-based  care.  Those  assessments  are  confin 
in  scope  of  authority  in  our  State  to  Title  HI  programs. 

The  extension  of  case  management,  linkages  to  other  health  a 
social  systems,  is  limited  although  we  are  making  inroads  throu 
specific  kinds  of  contractual  arrangements  with  in-home  servi 
agencies  such  as  home  health  agencies.  Direct  involvement  of  t 
health  care  community  in  our  State  amongst  area  agencies  is  rat 
er  limited,  and  we  are  continuing  to  address  collaborative  kinds 
efforts  beyond  the  information  and  referral  types  of  linkages  th 
have  been  historical. 

The  dilemma  of  scarce  resources  in  our  rural  State  does  not  ser 
as  reason  for  failure  to  be  creative.  The  rural  service  agencies  a 
organizations  are  usually  small  enough  that  they  are  not  mana* 
ment  layered  in  heavy  kinds  of  ways.  So,  we  are  able  to  get  a  J 
of  networking  and  informal  kind  of  progress  together.  This  inf< 
mality  is  not  always  conducive  to  the  kinds  of  procedural  barrie 
that  emerge,  though,  and  we  have  to  continually  address  that 

I  want  to  mention  that  Title  EQ,  part  D  funds  of  the  act,  ev 
though  they  were  limited,  enabled  us  in  our  part  of  Mississippi 
address  the  need  for  respite  care  that  heretofore  had  not  be 
available.  We  were  amazed  at  the  frugality  of  the  use  and  demai 
for  respite  care  on  the  part  of  families  and  caregivers.  This  hoi 
true  as  well  and  the  provision  of  respite  care  is  one  of  the  allowal 
services  in  the  Medicaid  waiver.  While  the  utilization  rates  we 
low,  we  feel  that  it  is  because  families  contend  that  the  very  ava 
ability  of  respite  allays  their  fear  of  crises  situations,  kind  of  hoi 
it  in  reserve,  if  you  will.  But  it  is  very  important  to  them. 

Coordination  activities  on  the  part  of  area  agencies  under  o 
State  under  the  guidance  of  our  State  Office  on  Aging  have  i 
suited  in  uniform  standards  of  care,  definitions  of  service,  clie 
satisfaction  indicators,  reporting  procedures,  all  of  the  elements  ii 
portant  to  quality  assurances.  And  most  were  developed  through 
lone-range  planning  committee,  a  structure  of  State,  area  agen 
and  provider  coordination  through  staff.  In  fact,  coordination 
funding  sources  in  the  area  agency  experience  and  the  manag 
ment  of  limited  resources  is  considered  one  of  the  strengths  in  o 
State  in  the  development  of  long-term  care. 

We  are  very  concerned  in  our  State  about  the  expansion  of  tJ 
Medicaid  waiver  for  home  and  community-based  care.  It  is  grave 
needed.  Our  State  historically  invests  only  tie  necessary  m^hii 
funds,  because  of  budget  constraints  and  bucket  deficits,  attra 
the  Federal  resources.  We  have  a  tremendous  advocacy  effort  goii 
on  in  our  State  to  advance  the  support  of  community  and  loc 
leadership  to  help  us  in  that  direction. 
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We  welcome  reauthorization  of  the  act.  We  are  not  afraid  of  cost- 
sharing,  although  we  caution  against  means  testing.  Any  provi- 
sions in  the  act  that  assist  us  to  direct  attention  to  those  elderly 
most  in  need,  inclusive  of  low  income  minorities — historically  serv- 
ices are  provided  in  the  higher  percentile  for  minorities  within  the 
specific  titles  of  the  act  ranging  somewhere  between  45  and  55  per- 
cent. We  have  a  newer  minority  population  of  Vietnamese  in  my 
part  of  the  State,  and  we  are  not  touching  services  to  those  people 
at  this  point  in  time.  So,  we  are  concerned  that  we  have  more  inno- 
vative, more  explicit  measures  to  address  targeting  and  to  help  us 
reach  those  most  in  need.  It  is  foremost  as  one  of  our  goals. 

I  appreciate  again  the  privilege  of  offering  some  of  these  rec- 
ommendations to  this  committee  today  and  again  appreciate  the 
opportunity. 

[The  prepared  statement  of  Ms.  Kennedy  appears  in  the  appen- 
dix.] 

Senator  Adams.  Thank  you,  Mrs.  Kennedy,  very  much. 

I  have  one  question  which  I  would  like  to  address  to  all  three 
members  of  the  panel.  I  will  start  with  Mr.  Dolsen  since  he  is  on 
this  end. 

How  much  money  is  available  to  each  of  you  under  the  act's  part 
D  in-home  services  program?  What  are  you  able  to  do  with  these 
funds,  and  how  significant  are  they?  I  know  what  the  total  national 
amount  is,  but  I  need  a  breakdown  of  just  what  is  actually  reach- 
ing each  of  the  States.  Mr.  Dolsen,  can  you  give  me  some  idea  on 
that? 

Mr.  Dolsen.  Yes.  In  our  area  we  serve  a  population  over  60  of 
about  47,000,  and  Title  IIID  translates  to  about  $16,000  for  us. 
Senator  Adams.  That  is  what  I  was  afraid  of. 
Mr.  Reed. 

Mr.  REED.  I  think,  if  I  recall,  the  figure  is  around  $85,000  for  the 
entire  State  of  Washington.  That  is  distributed  then  amongst  area 
agencies. 

Senator  Adams.  Ms.  Kennedy. 

Ms.  KENNEDY.  Mr.  Chairman,  in  our  State  in  our  planning  and 
service  area,  there  are  about  87,000  persons  60  and  older,  ana  part 
D  translates  to  about  $9,000. 

Senator  Adams.  Thank  you. 

Would  any  of  you  like  to  comment  on  what  additional  services 
you  feel  you  would  be  able  to  provide  if  those  funds  were  increased? 
We  have  a  very  small  amount  invested  in  this,  and  hearing  vour 
testimony  just  now  indicates  what  a  very  small  amount  is  av  ailable 
when  it  finally  gets  to  the  States.  Mr.  Reed,  do  you  have  a  com- 
ment? 

Mr.  Reed.  Well,  we  would  simply  use  it  to  expand  the  existing 
service  system  There  are  many  people  who  do  not  get  into  our 
service  system  because  there  simply  is  not  enough  money  to  care 
for  all  their  needs.  We  are  serving  all  those  who  meet  the  criteria 
that  we  have  established  by  State  regulation,  but  that  does  not 
mean  we  have  met  all  the  need  in  the  State.  There  are  many  peo- 
ple who  do  not  meet  those  criteria. 

Senator  Adams.  I  also  want  each  of  you  to  know  that  I  was  very 
interested  in  your  comments  on  targeting  and  the  system  that  you 
use  for  determining  who  should  receive  assistance.  One  of  the  key 
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questions  if  we  start  shifting  funds  from  Medicaid  into  other  types 
of  services  that  may  be  more  helpful  for  our  senior  citizens,  is  going 
to  be  what  kinds  of  a  case  management  do  you  have?  What  Kind 
of  targeting  should  there  be?  And  then,  who  manages  it?  There  is 
emerging  consensus  here  that  the  States  will  do  management;  we 
are  not  going  to  manage  that  from  Washington,  DC. 

But  if  you  would  submit  in  writing  to  the  conimittee— I  do  not 
want  you  to  have  to  do  this  orally  now — your  recommendations  on 
that,  we  would  appreciate  it  very  much.  We  will  be  working  with 
Senator  Rockefeller,  other  members  of  this  committee,  and  other 
Members  of  Congress,  to  try  to  devise  a  system  that  will  work  ef- 
fectively. 

Senator  Durenberger,  do  you  have  some  questions? 
Senator  Durenberger.  No,  I  don't  Thank  you  very  much,  Mr. 
Chairman. 

Senator  Adams.  Thank  you  all  very  much.  We  appreciate  your 
testimony.  As  you  see,  we  have  tried  to  move  from  the  national 
picture,  to  those  who  are  receiving  services,  to  those  who  are  di- 
rectly involved  with  the  OAA  in  supplying  them.  I  congratulate  all 
of  you  on  doing  an  excellent  job. 

The  fourth  panel  will  examine  how  the  aging  network  fits  into 
the  present  and  future  long-term  care  system.  They  will  present  as- 
sessments on  the  strengths  and  weaknesses  of  the  network  in  this 
regard  We  will  hear  from  two  directors  of  long-term  care  resource 
centers,  which  are  funded  by  the  Administration  on  Aging. 

Dr.  John  Capitman  is  a  research  professor  at  Heller  Graduate 
School  of  Brandeis  University.  He  also  directs  the  National  Aging 
Resource  Center  on  Long-term  Care  at  the  university.  He  has  re- 
searched and  published  extensively  on  the  subject  of  long-term 
care,  financing,  organization  and  delivery. 

Dr.  Rosalie  Kane  is  director  of  the  University  of  Minnesota's 
Long-Term  Care  Decisions  Resource  Center  in  Minneapolis,  MN. 
Dr.  Kane  received  her  doctoral  degree  in  social  work  from  the  Uni- 
versity of  Utah.  She  previously  worked  with  the  Rand  Corporation 
and  was  affiliated  with  the  University  of  California  at  Los  Angeles. 
Dr.  Kane  is  the  co-author  of  numerous  books  and  articles  on  long- 
term  care  and  ethics. 

We  can  start  with  either  one  of  you. 

Senator  Dubenberger.  Mr.  Chairman,  let  me  just  *nake  a  com- 
ment, if  I  may,  first 

Senator  Adams.  Yes,  Senator  Durenberger? 

Senator  Durenberger.  It  probably  is  only  to  expand  what  you 
and  the  staff  already  know.  Dr.  Kane  and  her  husband,  Dr.  Robert 
Kane,  are  probably  the  greatest  contributors  to  our  knowledge  base 
on  long-term  care  or  at  least  our  exploration  base  on  the  issues  of 
long-term  care  in  this  country. 

I  am  sure  you  travel  one  of  our  airlines  with  some  frequency  to 
your  home  State  of  Washington. 

Senator  Adams.  I  do. 

Senator  Durenberger.  And  I  am  on  Northwest  Airlines  with 
great  frequency.  And  I  must  tell  you  that  every  single  trip  that  I 
take  there  is  either  Rosalie  Kane  or  Bob  Kane  or,  about  50  percent 
of  the  time,  both  of  them.  Minnesota  makes  many  contributions  to 
public  policy.  Few  of  them  are  politicians.  Most  of  them  are  people 
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lifcp  the  Drs.  Kane  who  are  a  national  treasure  and  who  never 
cease  to  amaze  me,  either  one  of  them,  with  their  availability  to  ev- 
erybody in  the  field.  So,  I  am  just  pleased  to  be  able  to  represent 
them  both  and  to  have  Rosalie  here  today  on  this  very  important 
topic 

She  is  also  the  recipient  at  the  center  of  a  Title  IV  grant  which 
is  running  out  this  year.  So,  I  hope  that  not  only  this  contribution 
that  she  makes  today,  but  the  contribution  she  has  made  over  the 
last  3  years  will  merit  some  attention  to  the  value  of  those  Title 
IV  resource  center  contributions. 

Senator  Adams.  With  that  statement,  Dr.  Kane,  we  just  have  to 
hear  from  you. 

Dr.  Kane. 

STATEMENTS  OF  ROSALIE  A.  KANE,  DSW,  DIRECTOR,  LONG- 
TERM  CARE  DECISIONS  RESOURCE  CENTER,  MINNEAPOLIS, 
MNr  AND  JOHN  A-  CAPITMAN,  PBLD„  DIRECTOR,  NATIONAL 
AGING  RESOURCE  CENTER,  WALTHAM,  MA 

Dr.  Kane.  Senator  Adams  and  Senator  Durenberger,  thank  you 
for  having  me  here,  and  I  very  much  appreciate  those  comments, 
Senator  Durenberger.  The  Title  IV  grant  that  you  are  alluding  to 
is,  of  course,  the  grant  that  made  possible  these  long-term  care  re- 
source centers  which  Dr.  Capitman  and  I  represent,  and  indeed,  we 
are  sorry  that  they  are  running  out  this  year. 

But  in  the  course  of  working  with  the  long-term  care  resource 
center  in  the  last  2¥z  years,  we  have  had  the  opportunity  to  have 
close  contact  with  many  of  the  States.  In  fact,  our  center  alone  has 
worked  in  and  with  more  than  half  of  the  State  units  on  aging  and 
their  associated  area  agencies  on  aging.  In  the  last  2V2  years,  our 
particular  focus  as  a  center,  because  each  of  the  six  has  its  own 
foci,  is  our  case  management  and  assessment  links  between  acute 
and  long-term  care  and  ethical  issues  in  long-term  care. 

And  so,  it  is  from  that  perspective  that  I  can  comment  on  the 
Older  Americans  Act  programs.  I  am  just  going  to  summarize  my 
written  testimony.  I  am  grateful  for  the  chance  to  put  the  entire 
testimony  into  the  record. 

Senator  Adams.  Without  objection,  your  entire  statement  will  ap- 
pear in  the  record  as  though  read,  Dr.  Kane. 

Dr.  Kane.  Thank  you. 

Then  in  that  case,  I  will  try  to  rattle  off  a  number  of  points.  I 
want  to  make  five  points  about  the  aging  network  and  long-term 
care. 

First  of  all,  I  would  like  to  underscore  what  people  have  already 
said,  that  the  aging  network  is  already  heavily  involved  in  long- 


tem  of  community-based  care  despite  the  multiple  funding  streams 
and  the  complexities  of  doing  it. 

Second,  I  would  like  to  say  that  the  aging  network  organizations, 
the  SUA's  and  AAA's,  are  heavily  involved  in  developing  the  tech- 
nology that  is  necessary  for  long-term  care. 

Third,  I  want  to  emphasize  that  I  think  that  the  aging  network 
is  particularly  suited  to  this  role  because  of  its  historic  mission  and 
its  structure. 


term  care,  often  providing  the 


leadership  to  evolve  a  sys- 
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Fourth,  I  want  to  say  a  few  things  about  how  times  have 
changed  since  the  original  authorization  of  the  Older  Americans 
Act,  which  creates  new  challenges  for  the  network,  and  say  some- 
thing about  State  variation. 

If  I  have  time,  I  will  say  something  about  the  ethics  issues. 

So,  the  first  point  is  simply  that  States  are  enormously  involved 
in  long-term  care.  They  are  giving  coordination.  They  are  giving 
leadership.  In  many  States,  the  State  network  and  then  the  related 
AAA's  are  the  lead  agencies  for  the  management  of  a  great  many 
kinds  of  funds,  not  just  the  small  red  columns  on  the  charts  that 
represent  Title  HI  funds,  but  also  Medicaid  funds  and  lots  of  State 
money.  So,  in  many  States  that  whole  effort  has  been  developed 
out  of  the  Older  Americans  Act. 

We  have  other  kinds  of  models  in  States  with  strong  county  tra- 
ditions like  our  own  in  Minnesota  and  Wisconsin.  You  may  find  dif- 
ferent lead  agencies,  but  you  will  find  the  aging  network  organiza- 
tion highly  involved  in  oversight,  in  monitoring  and  trying  to  help 
with  the  training  and  making  sure  that  the  programs  are  function- 
ing as  they  should. 

And  then  in  some  States  where  the  systems  are  less  developed 
and  coordinated  at  this  point,  Governors  have  appointed  the  SUA's 
to  develop  a  statewide  long-term  care  planning  effort.  So,  all  of  that 
is  going  on. 

My  second  point  is  about  the  technology  development  Senator 
Rockefeller  alluded  to  that  He  said  there  is  a  lot  more  to  learn 
about  case  management,  and  I  think  there  is.  I  believe  that  the 
State  units  on  aging  and  the  AAA's,  including  those  who  were  rep- 
resented in  the  previous  panel,  have  already  learned  a  lot  about  it, 
and  they  are  in  a  position  to  learn  more. 

And  as  a  resource  center,  we  have  been  contacted  by  many 
States.  They  are  developing  new  and  better  assessment  tools  to  try 
to  make  the  allocation  of  service  more  appropriate,  more  equitable, 
more  accurate.  They  are  worrying  about  the  targeting.  They  are 
trying  to  develop  the  proper  kind  of  screening  mechanisms. 

Senator  Adams.  I  will  not  take  this  out  of  your  time,  Dr.  Kane, 
but  I  hope  that  you  will  supply  in  writing  to  the  committee  infor- 
mation of  your  recommendations  and,  Dr.  Capitman,  if  you  would 
also,  on  hov;  we  should  establish  a  management  system,  and  how 
we  should  ensure  effective  targeting  systems.  I  am  not  going  to 
take  that  out  of  your  time,  but  I  just  wanted  to  be  certain  that  we 
have  that  for  the  record. 

Please  proceed. 

Dr.  Kane.  I  would  be  delighted  to  do  that  My  colleague  and  hus- 
band calls  case  management  the  pixie  dust  that  is  scattered  over 
long-term  care  these  days,  but  I  think  it  is  much  more  than  pixie 
dust  It  is  extraordinarily  important  and  is  going  to  be  the  glue  to 
hold  it  together.  I  would  be  pleased  to  provide  that  kind  of  list 

I  think  other  kinds  of  work  that  I  am  loosely  calling  technology 
development  includes  management  information  systems.  It  in- 
cludes trying  to  develop  quaMty  assurance  approaches.  And  also, 
looking  at  services  per  se,  a  good  many  of  our  aging  network  orga- 
nizations are  involved  in  trying  to  evolve  the  kinds  of  service  ar- 
rangements, the  kinds  of  housing  where  services  could  also  be  sup- 
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plied  that  would  result  in  the  sort  of  place  that  Ms.  Lee  alluded 
to  that  might  be  nice  to  have  if  she  ever  needs  it. 

The  third  point  is  that  the  aging  network  is  suited  for  this  in  its 
mission  and  its  structure.  It  has  the  grassroots  constituencies  of 
seniors  through  the  meal  sites  and  senior  centers.  It  has  a  capacity 
for  information  and  referral,  a  mechanism  for  case  finding  and 
channeling.  Then  one  can  get  into  the  more  heavy-duty  long-term 
care  constituency.  The  AAA's  tend  to  be  well-respected  organiza- 
tions in  the  community.  They  serve  all  people  regardless  of  mcome 
and  they  are  well-suited  to  manage  a  range  of  services,  each  with 
different  eligibilities.  I  think  they  are  well-positioned  to  have  that 
continuum. 

I  wrote  about  the  changing  demands  of  the  1990's,  so  I  will  not 
say  anything  more  about  it  other  than  to  emphasize  that  we  do 
have  a  different  constituency  of  elderly  people,  people  who  attended 
senior  centers  at  the  beginning  of  the  act  in  their  60*5  and  7(fs  are 
now  in  their  9(fs.  New  people  in  the  community  age  60  and  above, 
as  they  retire,  tend  to  have  better  income  situations  now  thanks  to 
previous  work  by  legislators.  But  now  while  their  health  is  good — 
they  are  typically  all  right — and  the  subgroups  among  the  old  who 
now  most  need  the  advocacy  and  the  coordination,  which  are  both 
inherent  in  the  Older  Americans  Act,  are  the  people  with  func- 
tional impairments.  So,  without  abandoning  the  traditional  role  of 
general  advocacy  for  people,  I  think  that  it  is  really  appropriate  for 
the  Older  Americans  Act  agencies  to  be  working  in  this  area  of 
long-term  care. 

I  am  not  going  to  say  anything  about  diversity  because  that  has 
been  mentioned  already.  There  is  so  much  variation  that  it  is  prob- 
ably inappropriate  to  mandate  one  single  system  of  long-term  care 
at  the  State  level  for  this  country. 

In  terms  of  ethical  issues,  all  I  will  say  is  that  long-term  care  is 
definitely  an  arena  that  is  fraught  with  ethical  dilemmas.  It  in- 
vokes all  the  principals  that  ethicdsts  and  philosophers  like  to  talk 
about,  namely,  autonomy,  the  principle  that  people  should  be  able 
to  run  their  own  lives  according  to  their  preferences  if  they  do  not 
interfere  with  others.  Beneficence.  That  is  the  principle  we  should 
do  good  for  people.  And  justice.  That  means  things  should  be  fair. 
We  should  distribute  rights,  benefits  and  responsibilities  fairly. 
And  in  regard  to  long-term  care,  there  are  a  great  many  issues 
where  these  principles  are  invoked,  and  I  described  them  in  the 
written  testimony. 

I  am  very  happy  that  the  advocacy  components  of  the  Older 
Americans  Act  are  going  to  be  strengthened  in  the  current  reau- 
thorization. At  least  I  have  heard  that. 

I  do  want  to  iterate,  because  I  was  to  address  this,  that  I  do  not 
see  any  particular  conflict  in  aging  network  agencies  serving  as 
case  managers  and  also  adhering  to  their  advocacy  function.  I 
think  it  is  through  their  active  roles  as  case  managers  that  they 
learn  what  they  should  be  advocating  about  In  the  written  testi- 
mony, I  gave  some  examples  of  the  kinds  of  attention  that  case 
managers  are  now  giving  to  the  ethical  concerns.  So,  I  do  not  think 
that  the  aging  network  should  avoid  or  withdraw  from  vital  roles 
of  case  management.  They  will  have  to  give  attention  to  ethical 
ramifications  of  their  work,  such  as  the  issues  of  informed  consent 
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for  case  management,  assessment,  how  you  do  it,  how  you  assess 
values,  how  you  deal  with  confidentiality,  how  you  preserve  con- 
tractual arrangements  with  agencies  that  are  fair,  and  even  the 
ethics  of  waiting  lists  for  assessments. 

I  was  pleased  to  hear  about  the  legislation  that  you  introduced 
for  Senator  Pryor.  I  had  not  heard  about  that  before.  I  think  a  lot 
of  these  areas  that  I  talked  about  in  terms  of  the  technologies  and 
also  these  ethically  laden  issues  could  be  the  stuff  of  the  dem- 
onstrations that  you  are  proposing. 

I  think  I  better  stop.  I  have  overdone  my  time.  Thank  you  for 
having  me. 

[The  prepared  statement  of  Dr.  Kane  appears  in  the  appendix.] 
Senator  Adams.  Thank  you,  Dr.  Kane. 
Dr.  Capitman. 

Dr.  Capitman.  Thank  you.  I  am  pleased  to  have  this  chance  to 
speak  before  the  committee  about  the  current  and  potential  roles 
of  the  Older  Americans  Act  and  the  aging  network  in  home  and 
community-based  care. 

If  I  may,  I  would  like  to  enter  my  written  testimony  and  focus 
on  five  points. 

Senator  Adams.  Without  objection,  your  full  statement  will  ap- 
pear in  the  record  as  though  given. 

Dr.  Capitman.  There  are  >  really  five  points  that  I  would  like  to 
make  today. 

The  first  is  that  although  there  is  a  lot  of  room  for  improving  our 
knowledge  about  clinical  practice  and  the  details  of  care  delivery  in 
long-term  care,  we  have  come  to  know  a  lot  about  the  necessary  ad- 
ministrative structures  and  the  range  of  necessary  services  of  an 
adequate  delivery  system. 

The  second  is  that  while  we  may  have  learned  these  things,  the 
task  of  building  that  basic  infrastructure  nationally  is  unfinished. 

The  third  point  is  that  the  best  systems,  the  systems  that  appear 
to  be  strongest  in  this  country,  are  those  that  are  built  on  a  coali- 
tion between  the  Older  Americans  Act,  the  aging  network  services, 
and  the  Medicaid  programs  in  their  States. 

Fourth,  we  need  to  continue  our  attention  to  capacity  building, 
and  I  think  that  the  Older  Americans  Act,  the  aging  network  is  the 
place  where  that  attention  has  to  be  centered. 

And  finally,  I  think  there  are  two  other  key  issues  that  nave  to 
continue  to  be  featured  in  discussions  of  long-term  care.  The  first 
is  the  crucial  need  to  continue  developing  the  labor  force  for  home 
care,  and  th*  second  is  continue  to  think  about  and  put  effort  into 
how  we  are  going  to  accommodate  increasing  cultural  diversity 
among  the  aged  in  service  approaches. 

I  want  to  talk  about  this  first  point,  about  what  we  do  know.  We 
have  come  to  understand  that  in  order  to  provide  equitable  access 
to  affordable  and  high  quality  services  for  older  people,  we  need  to 
recognize  the  full  ways  in  which  older  people  are  diverse  when  they 
come  to  long-term  care,  not  only  the  diversity  related  to  gender, 
race,  ethnicity,  region  of  the  country,  but  also  the  diversity  of  serv- 
ice needs. 

I  suggest  in  the  written  testimony  four  basic  kinds  of  community 
care  service  needs:  assistance  with  household  maintenance,  home 
and  community-based  assistance  with  personal  care,  skilled  atten- 
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tion  to  medical  complexity,  and  assistance  during  periods  of  transi- 
tion and  crisis. 

A  delivery  system  that  can  respond  to  those  four  kinds  of  needs 
we  believe  needs  to  have  at  least  eight  basic  components,  and  I 
talk  about  them  in  some  detail.  Pre-admission  screening  allows  po- 
tential long-term  care  users  to  make  informed  choices.  Com- 
prehensive assessment,  planning,  and  management,  case  manage- 
ment, is  what  you  need  to  make  sure  that  informal  caregivers  and 
others  have  the  access  to  the  care  thev  need  when  they  need  it. 
Single  entry  systems,  like  the  systems  that  are  emerging  in  a  num- 
ber of  States,  make  sure  that  people  do  not  get  lost  in  the  cracks, 
that  it  is  one-stop  shopping.  Medical  linkage  that  older  people  have 
a  chance  to  make  seamless  transitions  between  acute  and  long- 
term  care  systems,  and  that  providers  on  both  sides  understand 
what  people  are  doing.  Insurance  oversight  is  needed  so  that  the 
emerging  private  market  for  long-term  care  insurance  will  have  the 
support  needed  in  terms  of  the  reality  that  consumers  are  pro- 
tected. These  systems  need  to  be  in  place. 

Second,  to  ensure  access  to  quality  services,  there  need  to  be 
processes  for  licensure  and  certification,  processes  for  contracts  or 
memoranda  of  understanding  that  are  administered  at  the  local 
level,  and  a  basic  package  of  services.  In  fact,  Mr.  and  Mrs.  Glakas 
mentioned  that  basic  package  of  services.  It  includes  home  health 
services,  personal  care,  homemaker  services,  adult  day  care,  and 
assisted  transportation.  That  package  of  service  needs  to  be  avail- 
able. 

We  found  out,  when  we  looked  across  the  States,  that  there  are 
only  nine  States  in  the  United  States  that  come  close  to  having 
these  eight  features  available  statewide.  There  are  many  more 
States  where  there  are  communities,  big  urban  centers,  dem- 
onstration counties  where  some  of  these  features  are  in  place.  On 
a  statewide  basis,  only  nine  States  come  even  close.  In  fact,  even 
among  these  nine  States,  we  are  only  talking  about  five  or  six  of 
the  eight  features  being  in  place.  Seven  of  those  nine  States  are 
States  that  build  on  an  interaction  between  the  Medicaid  2176 
home  and  community-based  care  program  on  the  one  hand  and  the 
aging  network.  In  fact,  20  States,  about  half  of  those  States  that 
participate  in  the  Medicaid  2176  program,  use  the  aging  network 
in  administration,  but  the  strongest  States  have  that  feature. 

Having  the  aging  network  involved  does  not  ensure  that  2176  is 
administered  in  the  context  of  an  adequate  infrastructure  for  long- 
term  care.  Eight  of  the  27  States  that  have  the  least  well-developed 
statewide  systems  also  include  the  aging  network  as  part  of  its  ad- 
ministrative structure  for  2176. 

I  guess  what  I  want  to  say  there  is  that  we  have  to  continue  to 
focus  on  these  issues.  The  particular  criteria  for  adequacy  that  I 
have  suggested  can  be  debated.  I  believe  that  such  discussion  is 
needed  in  almost  every  State  and  that  the  aging  network  should 
have  an  explicit  focus  on  creating  opportunities  to  reach  State  and 
local  consensus  on  what  constitutes  adequate  home  and  community 
care  options  for  elders.  The  focus  on  advocacy  in  the  Older  Ameri- 
cans Act  and  the  aging  network  suggests  that  the  aging  network 
is  the  logical  vehicle  for  that  consensus-building  effort,  and  that 
has  to  occur  at  the  State  and  local  level. 
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Most  aging  network  leaders  seem  convinced,  however,  that  sys- 
tem coordination  functions  and  advocacy  cannot  be  performed  ade- 
quately by  agencies  that  are  direct  providers  of  care.  That  does  not 
mean  that  the  aging  network  should  be  excluded  from  direct  care 
provision,  but  only  that  as  an  agency  is  fimctioning  as  the  case 
manager,  it  cannot  also  be  the  direct  care  provider.  There  needs  to 
be  a  clarity  about  the  separation  of  roles. 

Finally,  I  want  to  talk  about  these  two  other  issues. 

There  is  continuing  evidence  that  elders  from  racial  and  ethnic 
minority  groups,  elders  in  less  affluent  neighborhoods,  and  elders 
in  rural  areas  have  inadequate  access  to  community  long-term  care 
services.  Recent  studies  indicate  that  these  differences  are  at  least 
partially  caused  by  the  orientations  of  providers  to  diversity  and 
their  level  of  understanding  of  the  unique  issues  in  serving  these 
populations.  The  Administration  on  Agmg  and  the  aging  network 
should  continue  to  have  a  special  advocacy  and  service  delivery 
focus  on  those  who  are  least  well-served  in  the  current  systems. 

My  second  and  final  point  is  about  the  long-term  care  labor  force. 
Care  for  the  chronically  ill  and  disabled  aged  requires  special  inter- 
personal and  technical  skills,  and  vet,  nursing  home,  home  care 
and  day  care  workers  receive  less  adequate  benefits  than  any  other 
job  category.  The  Adrninistration  on  Aging  and  the  aging  network 
should  be  directed  to  continue  their  attention  to  the  quality  of  life 
and  work  of  those  who  care  for  the  aged  as  a  major  quality  of  care 
issue. 

These  are  not  separate  topics.  It  seems  to  me  that  addressing  the 
issues  of  cultural  diversity  and  labor  force  are  part  of  how  we  build 
an  infrastructure  and  that  the  role  of  the  aging  network  needs  to 
be  one  of  either  participating  or  serving  as  the  locus,  the  center, 
of  discussion  for  how  to  Build  that  infrastructure. 

[The  prepared  statement  of  Dr.  Capitman  appears  in  the  appen- 
dix.] 

Senator  Adams.  Thank  you  very  much. 

Dr.  Capitman,  how  do  we  respond  to  those  who  indicate  that  the 
AAA's  that  are  providing  case  management  to  the  frail  elderly,  for 
example,  may  be  diverted  from  advocacy  for  the  total  older  popu- 
lation? In  other  words,  the  attack  that  is  often  made,  is  that  you 
cannot  both  be  managing  the  system  for  individuals  within  it  and 
carrying  on  advocacy  for  the  total  system.  This  speaks  to  the  man- 
agement question — I  guess  I  am  really  asking  you  if  we  have  to  di- 
vide the  role  between  case  management  and  provision  of  services? 
I  am  not  advocating  it  or  opposing  it  I  am  asking. 

Dr.  Capitman.  My  own  view  is  that  the  advocacy  and  case  man- 
agement roles  go  hand  in  hand,  but  the  case  management  is  a  very 
separate  function  from  direct  service  provision.  It  is  being  in  the 
home  taking  care  of  somebody.  It  is  different  from  case  manage- 
ment. The  AAA's  strike  me  as  one  of  many  possible  logical  places 
for  case  management  and  quality  assurance  roles  and  advocacy 
roles  to  occur  as  long  as  they  are  not  giving  direct  services. 

Senator  Adams.  You  would  combine  case  management  and  advo- 
cacy, but  direct  provision  should  be  separated?  I  mink  that  is  quite 
logical. 

We  need  more  of  a  bridge  with  Medicaid  to  provide  more  with 
what  we  have  in  terms  of  resources  for  more  people.  And  to  do 
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that,  as  you  heard  from  Senator  Rockefeller  and  from  today's  wit- 
nesses, we  are  going  to  have  to  show  our  colleagues  that  we  have 
a  management  system  and  an  infrastructure  that  can  handle  such 
a  massive  change  in  funds  and  services.  Because  what  we  now 
have  just  simply  wipes  people  out  When  they  haven't  got  any 
money  left,  why,  then  the  Federal  Government  keeps  them  at  a 
minimal  impoverished  level,  which  is  gross.  It  is  not  a  management 
system.  When  the  money  runs  out,  this  happens  to  you.  We  are  try- 
ing to  substitute  something  much  better,  but  I  think  you  are  all 
saying  it  is  complicated. 
Dr.  Kane. 

Dr.  Kane.  Yes,  I  do  concur  with  what  Dr.  Capitman  said.  The 
case  management  is  inherently  difficult  because  it  has  advocacy 
right  in  it  if  it  is  practiced  the  way  I  think  it  should  be  and  the 
way  Mr.  Reed  and  other  people  who  spoke  about  it  practice  it.  The 
advocacy  part  of  case  management  is  doing  the  skilled  assessment 
in  figuring  out  what  it  is  that  people  need  and  what  they  want,  by 
the  way,  what  they  prefer,  and  then  trying  to  figure  out  how  to  get 
it  for  them.  The  gatekeeping  aspect  is  trying  to  spend  the  money 
well  across  the  population. 

I  think  there  is  a  danger  if  case  management  is  construed  as  a — 
and  I  know  that  it  is  feasible  to  construe  case  management  as  an 
optional  service  under  Medicaid,  and  then  people  go  find  their 
choice  of  case  manager  and  they  have  case  management  divorced 
from  a  system  of  service  delivery  and  allocation.  So,  the  tension  be- 
tween advocacy  and  gatekeeping  resource  allocation  is  inherent  in 
case  management. 

I  think  that  case  management  programs  around  the  country — 
and  I  agree  with  Dr.  Capitman  too  that  the  most  impressive  ones 
are  the  ones  that  are  merging  many  funds  and  it  is  a  marriage  be- 
tween the  Medicaid  program  and  the  aging  network  and  sometimes 
other  organizations.  They  have  learned  impressively  how  to  do 
that. 

So,  I  do  not  think  that  the  act  will  be  in  any  danger  of  losing 
its  advocacy  stance.  I  think  that  it  is  very  important,  as  John  also 
emphasized,  that  if  the  AAA's  are  the  lead  agencies  and  are  con- 
tracting out  the  case  management  to  a  provider,  then  I  think  it  is 
important  that  that  provider  not  also  be  providing  the  services  that 
are  further  allocated  by  the  case  managers.  That  is  an  equity  issue 
for  provision  in  the  communities.  But  I  believe  we  know  how  and 
are  learning  how  to  handle  those. 

Senator  Adams.  And  a  targeting  system — this  is  another  key  part 
which  you  have  both  mentioned — you  commented  that  we  miss  cer- 
tain people  in  the  population.  It  would  appear  to  me  with  our  tech- 
nology, we  should  be  able  to  target  our  senior  population  a  little 
better.  If  you  wish  to  comment  on  that  further  in  written  form,  we 
would  appreciate  it.  I  don't  expect  that  we  will  draft  a  bill  that 
deals  with  every  single  operational  part.  I  have  been  a  cabinet  offi- 
cer. That  is  a  very  bad  practice.  Hell  is  trying  to  carry  out  regula- 
tions that  you  have  passed  as  a  legislator.  [Laughter.] 

So,  you  want  to  put  in  the  report,  however,  some  direction,  and 
we  need  the  best  information  we  can  eet  from  you,  on  these  par- 
ticular topics  that  you  have  just  touched  on. 
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Thank  you  both  very  much.  Your  testimony  was  excellent,  and 
we  appreciate  it. 

The  fifth  and  fmpl  panel  consists  of  two  national  organizations 
representing  the  elderly.  They  will  specifically  focus  on  issues  of 
importance  to  caregivers. 

Mrs.  Mary  Gardiner  Jones  is  an  attorney  in  private  practice,  and 
has  been  a  member  of  the  Older  Women's  League  for  10  years  and 
a  board  member  for  the  past  4  years.  She  was  a  full  professor  of 
law  at  the  University  of  Illinois.  Most  recently  she  founded  a  non- 
profit consumer  agency  for  senior  citizens  and  has  been  active  on 
the  boards  of  several  elderly  advisory  groups. 

Dr.  Linda  Bedford  is  an  assistant  professor  in  the  health  services 
administration  program  at  the  University  of  Kansas  and  is  cur- 
rently a  national  Kellogg  fellow.  Dr.  Redford  has  worked  as  a  com- 
munity health  nurse  and  has  done  extensive  work  in  training 
nurses  and  social  workers  in  care  management.  She  is  currently 
serving  as  chairperson  of  the  National  Council  on  Aging's  National 
Institute  of  Community-based  Long-term  Care. 

I  welcome  both  of  you.  If  we  could  take  just  a  1-minute  recess, 
I  will  be  right  back. 

[Recess.] 

Senator  Adams.  We  are  pleased  to  welcome  you.  Ms.  Jones,  why 
don't  you  proceed? 

STATEMENTS  OF  MARY  GARDINER  JONES,  CHAIR,  PUBLIC 
POLICY  COMMITTEE,  OLDER  WOMEN'S  LEAGUE,  WASHING- 
TON, DC;  AND  DR.  LINDA  REDFORD,  NATIONAL  COUNCIL  ON 
AGING,  WASHINGTON,  DC 

Ms.  Jones.  Thank  you,  Senator  Adams.  It  is  a  pleasure  being 
here. 

I  represent  the  Older  Women's  League,  OWL.  OWL  is  a  nonprofit 
organization  that  addresses  the  special  concerns  of  midlife  and 
older  women,  and  that  is  really  what  we  are  talking  about  when 
we  are  talking  about  the  aging.  As  you  well  know,  women  out- 
number men  two  to  one  once  they  have  reached  the  age  of  75.  I 
will  not  go  into  the  statistics.  It  is  in  my  formal  statement,  which 
I  hope  will  be  put  into  the  record- 
Senator  Adams.  Without  objection,  y jut  entire  statement  will  ap- 
pear in  the  record  as  though  given  in  full 
Ms.  Jones.  All  right.  Thank  you,  Mr.  Chairman. 
I  want  to  emphasize  that  this  is  a  family  issue.  This  is  not  just 
an  elderly  issue,  not  only  a  family  issue  because  we  are  all  aging, 
but  a  family  issue  because  it  is  the  family  that  cares  for  the  aging 
relatives  as  they  develop  chronic  and  debilitating  diseases.  So,  we 
have  a  total  family  situation  and  mtergenerationaJ  problem 

One  of  the  major  tragedies  that  women  confront  is  the  fact  that 
a  large  proportion  of  women  live  alone,  and  so  they  have  to  cope 
with  their  advancing  age  by  themselves.  Seven  out  of  10  women 
live  without  a  spouse  or  are  totally  alone  without  any  relatives. 
And  41  percent  of  the  frail  elderly  also  live  alone.  Ironically,  the 
sick  and  the  elderly  are  more  likely  to  be  living  alone  than  those 
who  are  well.  Research  indicates  that  nearly  one-half  of  the  per- 
sons reporting  illnesses  or  disabilities  lived  alone  in  contrast  to 
only  26  percent  of  the  well  who  lived  alone. 
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We  also  know  from  medical  research  that  aging  and  chronic  ill- 
nesses are  not  just  economic  problems  for  the  elderly.  It  is  social 
isolation,  and  that  also  has  its  health  impact.  Isolation  is  a  prime 
cause  of  both  illness  and  death  in  the  elderly. 

And  third,  a  significant  portion  of  midlife  and  older  women  have 
woefully  inadequate  incomes  to  see  them  through  their  last  years. 
And  so,  it  is  an  income  problem  for  many  women. 

AARFs  survey  of  the  elderly  underscored  their  virtually  unani- 
mous desire  to  remain  in  then*  home  as  long  as  possible,  but  for 
many,  as  has  been  indicated  in  this  testimony  this  morning,  this 
is  not  an  option.  Surveys  in  Virginia  and  Minnesota  found  that  20 
to  30  percent  of  clients  in  nursing  homes  could  have  been  cared  for 
in  their  communities.  So,  we  are  not  only  wasting  money  by  spend- 
ing nursing  home  funds  on  persons  who  could  be  cared  for  in  their 
homes,  but  we  are  disserving  the  elderly  who  want  to  stay  in  their 
home  with  the  kind  of  dignity  and  independence  that  Mr.  Glakas 
demonstrated  this  morning. 

The  third  thing  that  I  think  needs  to  be  emphasized  here — and 
we  have  also  talked  about  it — is  that  most  of  today's  caregivers  are 
women,  but  women  are  now  constantly  trying  to  juggle  not  only 
their  caregiving  responsibilities,  but  their  work  place  responsibil- 
ities as  well.  One  out  of  five  employees  over  30  provides  care  for 
an  elderly  person,  and  we  saw  Mrs.  Glakas  today  and  her  struggle 
to  provide  for  her  husband  and  maintain  a  full-time  job.  Some 
women  find  they  have  to  quit  their  jobs.  Some  women  transfer  to 
part-time  work.  Many  pass  up  promotions  in  order  to  keep  up  with 
their  caregiving  responsibilities.  And  it  is  an  exhausting,  emotion- 
ally dVaining  work,  and  frequently  caregivers  carry  that  burden 
alone  and  isolated  without  any  time  for  their  own  companionship, 
for  their  own  occasional  diversions,  not  to  speak  of  doing  their  own 
shopping  and  the  myriad  of  other  activities  that  caregivers  need  to 
do  in  order  to  manage  their  own  households.  So,  the  result  is  that 
women  often  lose  their  health  benefits,  jeopardize  their  own  health, 
and  earn  lower  incomes,  which  translates  into  lower  Social  Security 
and  pension  benefits  when  they  reach  65. 

So,  the  need  for  respite  care,  which  is  provided  under  the  Older 
Americans  Act,  is  something  that  we  want  to  stress  to  make  sure 
that  it  is  maintained  and  increased  because  it  is  such  an  essential 
service  for  the  caregivers. 

A  New  Jersey  woman  tells  of  the  relief  she  felt  when  a  health 
worker  came  to  her  home  for  just  2  hours  a  day  twice  a  week.  "It 
may  not  sound  like  much,"  she  said,  "but  it's  made  all  the  dif- 
ference. I  couldn't  lift  my  mother-in-law  to  bathe  her  and  care  for 
her  terminally  ill  father  as  well.  I  couldn't,  I  physically  couldn't 
manage  any  more.  It's  a  Godsend.  Without  it,  I  might  have  had  to 
put  her  in  a  nursing  home." 

And  another  caregiver  wrote  us:  "When  you  have  someone  in 
your  home  who  needs  constant  care,  there  is  no  day  nor  night," 

So,  OWL  is  here  to  support  the  reauthorization  of  the  Older 
Americans  Act  and  to  make  sure  that  the  Senate  will  not  give  in 
to  any  pressures  to  change  the  basic  philosophy  of  that  act  that 
really  is  the  only  service  in  this  country  that  enables  the  elderly 
to  live  out  their  lives  with  some  dignity  and  some  independence.  It 
is  the  only  Federal  program  which  provides  a  broad  range  of  com- 
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munity-based  in-home  services  which  literally  makes  the  difference 
for  the  elderly  of  living  out  their  lives  in  loneliness  and  despair  or 
of  being  able  to  enjoy  a  basic  quality  of  life  in  their  own  community 
with  dignity  and  self-respect 

The  Older  Americans  Act  has  recognized  the  pride  and  independ- 
ence which  is  such  an  integral  part  of  Americans  and  especially  of 
the  elderly.  It  does  not  force  them  to  demean  themselves  and  try 
and  demonstrate  their  poverty  and  their  need  for  aid. 

I  am  on  the  board  of  a  homemaker  health  agency  here  in  DC, 
and  we  know  from  our  own  experiences  that  people  simply  would 
not  seek  our  help  if  they  had  to  declare  their  poverty  and  prove 
their  eligibility.  We  know  in  some  of  the  senior  centers  that  I  work 
at,  in  the  lunch  program  that  we  give,  which  people  do  contribute 
to,  that  if  they  were  asked  to  demonstrate  they  could  not  afford  to 
eat,  they  would  rather  not  eat.  The  system  of  asking  for  voluntary 
contributions  on  a  sliding  scale  works  very  well.  We  collect  about 
80  percent  of  the  contributions  that  we  ask  our  clients  to  provide 
to  us.  It  works  well  It  is  a  good  system.  I  hope  that  we  will  not 
move  it  into  the  demeaning  means  testing  system. 

The  only  other  thing  I  would  like  to  say  is  there  has  been  some 
suggestion  in  terms  of  providing  more  Federal  direction  to  how  the 
money  should  be  spent  and  what  groups  should  be  served.  I  think 
the  great  beauty  of  the  Older  Americans  Act  is  the  flexibility  that 
it  gives  to  States.  I  am  an  ex-Federal  regulator.  I  like  Federal  regu- 
lations, but  I  think  in  this  area,  I  do  not  think  Washington  can  tell 
Washington,  DC  or  any  other  city  what  croups  have  the  greatest 
need  in  their  community  and  what  are  the  needs  for  services.  In 
rural  areas,  the  needs  for  transportation  will  be  given  enormous 
priority.  In  local  DC,  other  kinds  of  needs  will  be  given  priority, 
and  only  the  local  areas  can  really  know  this. 

So,  I  hope  we  will  maintain  the  two  magnificent  features  of  the 
Older  Americans  Act:  the  fact  that  it  does  not  require  means  test- 
ing, and  the  fact  that  it  provides  flexibility  to  the  States  to  allocate 
the  moneys  as  they  see  the  needs. 

Thank  you,  Mr.  Chairman. 

(The  prepared  statement  of  Ms.  Jones  appears  in  the  appendix.] 
Senator  Adams.  Thank  you  for  a  very  eloquent  statement,  Ms. 
Gardiner  Jones,  very  eloquent 
Dr.  Redford. 

Dr.  Redford.  Thank  you,  Mr.  Chairman.  I  am  also  going  to  di- 
verge somewhat  from  my  written  testimony. 

Senator  Adams.  Without  objection,  your  full  testimony  will  ap- 
pear in  the  record  as  though  given,  and  you  may  extemporize  as 
you  wish. 

Dr.  Redford.  Thank  you. 

NCOA  is  pleased  to  join  you  here  today  in  considering  changes 
in  the  Older  Americans  Act.  We  are  going  to  take  a  little  different 
stand  than  what  you  have  heard  here  so  far  today. 

We  understand  that  the  Older  Americans  Act  for  the  last  two 
decades  has  provided  an  array  of  advocacy,  nutrition,  and  social 
services.  Those  services  regrettably  have  been  underfunded  gen- 
erally. The  addition  of  long-term  care  services,  which  are  also  high- 
ly inadequately  funded,  as  we  have  talked  here  today,  are  adding 
a  further  burden  to  Older  Americans  Act  programs  in  terms  of 


35 


meeting  some  of  those  basic  focuses  that  they  originally  had.  They 
have  become  very  over-programmed  and  very  underfunded  in  what 
they  are  doing.  We  have  seen  consistently  over  the  last  few  years 
more  and  more  activities  of  the  Older  Americans  Act  programs  di- 
verted toward  long-term  care,  toward  those  individuals  who  have 
chronic  illnesses  and  disabilities. 

It  is  very  understandable  why  this  has  happened.  When  you  are 
dealing  with  long-term  care  needs  of  our  older  population,  tney  are 
very  immediate  and  they  are  very,  very  compelling.  And  we  feel 
that  it  is  admirable  that  there  has  been  attempt  to  address  this 
through  the  Older  Americans  Act,  but  we  feel  that  this  solution  is 
inadequate  and  inappropriate. 

NCOA  supports  continuation  of  the  long-term  care  services  that 
are  currently  being  provided  under  the  act.  We  should  not  pull 
those  out.  But  we  do  not  advocate  a  significant  expansion  of  these 
services,  nor  do  we  support  the  inclusion  of  additional  in-home 
services  under  this  act.  NCOA  has  long  supported  the  Older  Ameri- 
cans Act,  and  we  have  been  a  vocal  advocate  for  the  expansion  of 
resources  under  this  act.  So,  this  stand  may  be  a  little  surprising 
to  members  of  this  committee  and  others  in  the  room.  However,  we 
feel  that  it  is  time  to  stop  fractionalizing  and  fragmenting  long- 
term  care  in  this  country. 

Mr.  Chairman,  it  is  time, that  this  country  develop  a  lone-term 
care  policy  and  implement  a  system  of  care  which  serves  all  A  men- 
cans  regardless  of  age  and  regardless  of  type  of  disability.  Such  a 
system  must  be  adequately  funded  and  operate  under  national 
standards  to  ensure  that  tne  needs  of  people  can  be  met  at  the 
most  effective  and  efficient  level  possible  and  by  adequately  trained 
personnel.  This  system  and  the  programs  within  it  must  be  de- 
signed to  integrate  and  have  the  capability  to  address  both  the  so- 
cial and  health  needs  of  the  frail  and  disabled  or  physically  chal- 
lenged in  our  population. 

Much  has  already  been  said  about  case  management,  and  I  think 
anything  I  would  say  would  reiterate  the  importance  of  care  man- 
agement. I  do  not  think  there  is  any  way  that  we  can  have  a  sys- 
tem of  long-term  care  that  is  equitable,  that  is  high  quality  in  this 
country,  without  having  care  management.  But  I  would  like  to  say 
a  few  things  about  it 

First  of  all,  not  all  people  need  care  management  Care  manage- 
ment is  for  those  people  who  really  cannot  or  whose  family  mem- 
bers cannot  adeouately  identify  their  needs  and  access  the  re- 
sources to  meet  those  needs;  those  persons  who  really  do  need  ad- 
vocacy. 

It  is  also  a  cost  containment  mechanism.  It  is  a  gatekeeping 
mechanism,  and  it  is  going  to  be  in  the  future. 

But  it  should  be  remembered  that  those  persons  who  need  long- 
term  care  and  case  management,  who  need  the  very  complex  kinds 
of  long-term  care,  also  face  very  complex  and  very  intermeshed  so- 
cial, health,  and  environmental  challenges.  And  they  deserve  to 
have  available  to  them  and  their  families  highly  educated  and  ex- 
perienced professionals  who  can  assist  them  in  clearly  delineating 
and  addressing  their  health,  social,  financial,  and  informational, 
and  all  other  needs  that  are  going  to  help  them  maintain  their  op- 
timal well-being. 
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Case  management  should  not,  therefore,  be  delegated  to  agencies 
or  organizations  based  on  a  funding  source.  We  know  that  there  is 
great  variability  within  our  States  and  between  our  States  in  re- 
gard to  the  level  of  services  provided,  the  competency  of  various  or- 
ganizations and  agencies  to  provide  those  services.  The  selection  of 
individuals  and  organizations  to  provide  care  management  should 
be  based  on  very  specific  and  stringent  standards. 

NCOA  strongly  advocates  the  development  of  national  standards 
for  both  the  managers  and  providers  of  long-term  care.  Based  on 
these  standards,  States  should  have  the  option  of  selecting  or  de- 
veloping the  organizational  entities  most  appropriate  for  carrying 
out  these  functions.  Examples  of  some  of  the  minimum  standards 
that  NCOA  would  recommend  can  be  found  in  my  written  testi- 
mony. 

I  think  we  have  heard  today  about  the  really  premier  Older 
Americans  Act  programs  in  our  country,  and  in  many  cases  I  think 
States  quite  possibly  will  select  Older  Americans  Act  programs  to 
be  the  care  managers.  However,  we  feel  if  they  are  selected  for  this, 
that  their  role  in  long-term  care  should  not  be  at  the  sacrifice  of 
health  promotion  and  wellness  activities,  nor  through  a  reduction 
in  educational  and  advocacy  activities  which  protect  the  rights  and 
promote  the  well-being  of  all  segments  of  older  Americans.  There 
are  in  most  States  other  organizational  structures  which  have  vast 
experience  in  long-term  care.  In  contrast,  Older  Americans  Act  pro- 
grams are  usually  the  only  programs  in  States  which  focus  pri- 
marily on  health  promotion  and  health  maintenance,  education  and 
advocacy  related  to  all  older  Americans. 

You  would  be  interested  to  know  that  a  recent  study  by  NCOA 
found  that  senior  centers  have  a  very,  very  strong  focus  on  health 
promotion,  and  recently  one  of  the  senior  centers  that  is  part  of  the 
NCOA  network  did  mammography  screening.  And  you  would  be  in- 
terested to  know  that  3  of  the  first  11  women  screened  were  found 
to  have  breast  cancer  and  had  the  option  for  early  treatment  of 
breast  cancer  which  saved  their  lives.  Since  that  time,  one  in  nine 
women  in  subsequent  screenings  have  been  found  to  have  breast 
cancer,  and  this  is  approximately  the  national  average. 

So,  the  health  promotion  and  advocacy  programs,  the  early  detec- 
tion programs  that  are  being  offered  now  within  the  Older  Ameri- 
cans Act  in  senior  center  programs,  are  vital  and  we  cannot  let  this 
focus  change.  These  mean  the  difference  between  life  and  death  for 
many  people.  Senior  centers  serve  as  a  natural  focal  point  for  a  lot 
of  services— health  promotion,  supportive  services,  and  educational 
activities. 

There  are  also  a  number  of  other  areas  in  which  the  Older  Amer- 
icans Act  can  really  play  a  very  critical  and  pivotal  role  in  long- 
term  care.  They  have  played  a  substantive  role  in  advocating  for 
the  rights  of  older  persons  in  ombudsman  programs,  legal  rights 
programs,  and  so  forth.  And  at  a  time  when  we  have  increasing 
numbers  of  cognitively  and  physically  impaired  older  persons  who 
cannot  speak  for  themselves,  it  is  vital  that  we  keep  this  advocacy 
role  going. 

Educational  programs  for  the  elderly  are  vital  Information  em- 
powers people  to  be  able  to  better  identify  their  own  needs  and  to 
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be  able  to  better  tap  their  own  resources  and  those  of  their  formal 
and  informal  caregiver  network  in  meeting  those  needs. 

They  also  need  considerable  education.  Caregivers,  formal  and 
informal  caregivers,  need  much  more  education  in  relation  to  the 
most  appropriate  caregrving  approaches,  and  caregrving  techniques. 
They  need  to  be  able  to  recognize  when  they  need  assistance  and 
how  to  get  that  assistance  and  what  assistance  they  should  be  able 
to  expect.  And  many  people  probably  would  not  need  case  manage- 
ment  today  if  they  had  better  informational  and  educational  pro- 
grams provided. 

The  same  thing  applies  with  the  formal  provider  system  Burn- 
out, inadequate  and  inappropriate  care  are  not  the  province  of  any 
one  caregrving  group.  It  can  occur  with  informal  and  formal 
caregivers  alike,  and  many  times  it  is  because  of  inadequate  infor- 
mation and  inadequate  support  and  resources.  I  think  the  Older 
Americans  Act  programs  can  certainly  provide  these  things  or  fa- 
cilitate the  development  and  provision  of  these  kinds  of  services. 

There  are  two  other  areas  that  I  would  like  to  mention  that  I 
think  have  traditionally  been  under  the  purview  of  Older  Ameri- 
cans Act  programs.  One  is  in  developing  data  systems  to  let  us 
know  what  the  real  needs  are  of  our  older  population.  We  have  for 
a  long  time  had  need  assessments  in  our  older  Americans  pro- 
grams. The  problem  is  these  have  not  been  particularly  scientific 
nor  done  in  the  most  useful  manner.  We  need  systematic,  longitu- 
dinal data  and  information  at  our  local  and  State  levels  to  ade- 
quately plan  for  services  in  the  future.  We  constantly  hear  about 
services  that  are  started  that  fail  because  people  do  not  use  them 
We  cannot  afford  to  continue  this.  There  are  too  many  services  that 
are  needed  out  there. 

We  need  this  information  in  order  to  better  coordinate.  We  need 
it  at  the  national  level.  We  need  it  at  the  State  level  and  at  the 
local  level  And  I  think  it  would  be  quite  appropriate  to  provide  and 
to  revitalize  and  restructure  the  data  collection  system  of  the  Ad- 
ministration on  Aging  so  that  we  could  have  better  data  available, 
better  data  collection  processes,  retrieval,  and  analyses  of  that 
data. 

The  other  area  is  in  information  and  referral.  A  lot  of  case  man- 
ager's time  and  a  lot  of  family  members'  time  and  providers'  time 
is  spent  trying  to  find  a  service  in  a  community,  find  who  has  that 
service  available,  who  does  not  have  a  waiting  list  for  that  service. 
What  we  really  need  to  have  available  are  information  and  referral 
systems  within  our  communities  that  help  us  to  identify  the  local 
providers  of  services,  all  sorts  of  providers,  whether  it  is  a  church 
or  a  federally  funded  or  a  State  funded  program  or  whatever,  peo- 
ple need  to  know  who  is  providing  a  service  and  who  has  a  specific 
service  that  might  be  needed  available  when  people  need  that  serv- 
ice. 

I  think  the  information  and  referral  services  that  have  tradition- 
ally been  within  area  agencies  on  aging  and  Older  Americans  Act 
programs  can  certainly  be  upgraded.  They  can  certainly  be  contin- 
ually updated  so  that  this  information  is  available.  And  it  will  cer- 
tainly in  the  long  run  save  very  high  costs  of  searching  for  services 
and  everyone  having  do  the  search  over  again  because  there  is  not 
one  place  that  we  can  identify  that  is  available  in  the  community. 
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Mr.  Chairman,  NCOA  does  not  feel  the  Older  Americans  Act  is 
the  appropriate  mechanism  for  long-term  care  coordination  and 
service  provision,  at  least  for  moneys  to  go  directly  into  that  act. 
That  does  not  mean  that  Older  Americans  Act  programs  might  not 
play  a  very  important  role  in  this. 

We  feel  that  Older  Americans  Act  programs  can  and  must  play 
a  significant  role  in  preventing  or  delaying  the  need  for  long-term 
care,  in  protecting  the  rights  of  older  persons  in  the  long-term  care 
system,  and  in  advocating  for  and  supporting  a  long-term  care  sys- 
tem which  acceptably,  effectively  and  efficiently  meets  the  needs  of 
our  older  population. 

I  would  like  to  conclude,  Mr.  Chairman  and  members  of  the  com- 
mittee, with  the  plea  that  you  give  serious  consideration  to  the 
properplacement  of  long-term  care  services  during  your  delibera- 
tions. Thank  you. 

[The  prepared  statement  of  Dr.  Redford  appears  in  the  appen- 
dix.] 

Senator  Adams.  My  first  question  to  you,  Dr.  Redford,  is  if  OAA 
is  not  an  appropriate  place  for  financing  of  long-term  care,  who 
should  the  OAA  programs  work  with  to  advocate  for  and  facilitate 
the  development  of  such  a  long-term  care  system?  Because  what  we 
have  now  is  Medicaid,  and  that  is  what  we  are  likely  going  to  con- 
tinue with.  And  if  we  do  not  take  a  step  here,  I  think  that  is  what 
you  are  going  to  end  up  with. 

Dr.  Redford,  I  expected  to  be  asked  that  question,  and  in 
searching  for  what  else  is  out  there,  I  feel  a  lot  has  fallen  into  the 
Older  Americans  Act  because  there  is  not  much  else  out  there  right 
now.  There  is  not  another  good  mechanism  for  putting  services  into 
and  putting  moneys  into.  But  I  think  we  need  to  look,  as  we  de- 
velop long-term  care  systems  around  the  country,  at  Federal  fund- 
ing of  a  long-term  care  system,  at  what  would  be  an  appropriate 
mechanism  that  would  really  meet  the  needs  of  all  people  regard- 
less of  age. 

Certainly  I  agree  with  Dr.  Capitman  in  what  he  said  and  what 
Dr.  Kane  said  today  in  the  fact  that  we  have  to  have  these  pro- 
grams working  very  closely  with  Medicaid  programs.  Certainly  that 
is  not  a  place  that  we  want  to  see  all  of  our  funds  go  because  of 
the  means  testing  of  those  programs. 

We  have  social  services  block  grant  programs  which  provide 
some  moneys.  There  are  certainly  tremendous  inadequacies  in 
those,  and  usually  those  are  also  to  some  degree  means  tested  in 
our  States. 

I  think  what  I  am  saying  is  ~e  have  tc  find  another  approach. 
We  have  to  find  way  to  integrate  our  funding  systems  better.  We 
have  to  find  a  way  to  improve  communication  among  those  provid- 
ers and  the  people  out  there  who  are  coordinating  for  all  people 
needing  long-term  care. 

There  is  a  tremendous  amount  of  information  that  we  do  not 
know  about  or  that  we  do  not  often  hear  about  that  comes  from 
other  people  who  have  been  out  there  providing  long-term  care  to 
other  populations  or  segments  of  population.  I  think  we  can  learn 
a  lot  from  independent  living  movements  of  the  younger  disabled. 
We  can  learn  a  lot  from  the  mental  retardation,  developmentally 
disabled  programs.  They  have  been  out  there  a  long  time  providing 
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long-term  care  also.  They  have  also  been  out  there  providing  care 
management  And  I  see  us  repeating  often  some  of  the  mistakes 
that  tney  made  that  they  could  have  told  us  not  to  do  in  the  Older 
Americans  Act 

So,  there  is  very  little  communication,  and  we  have  such  a  frag- 
mented system  right  now.  We  have  to  find  a  way  of  better  integrat- 
ing the  whole  long-term  care  system  together  rather  than  again 
pushing  more  into  an  age-based  or  a  disability-based  system 

Senator  Adams.  Ms.  Jones,  do  you  think  we  should  remain — you 
have  had  a  great  deal  of  experience,  both  as  an  attorney  and  other- 
wise— with  the  programs  as  we  have  them  now? 

Ms.  Jones.  I  would  be  very  distressed  to  see  the  whole  culture 
and  fabric  and  structure  of  the  Older  Americans  Act  being  in  any 
way  abandoned.  I  see  us  moving  hopefully  toward  national  health 
insurance.  That  is  going  to  take  care  of  a  lot  of  the  chronic,  acute 
care  and  other  kinds  of  illnesses  that  people  have  in  this  country. 
It  seems  to  me  the  component  it  probably  will  not  take  care  of  are 
the  social  services.  That  comes  out  of  the  Older  Americans  Act  I 
do  not  think  we  can  in  any  way  disband  it 

I  do  agree  that  long-term  care  is  a  continuum  of  care,  but  I  want 
to  see  long-term  care  put  into  national  health  care,  put  our  ener- 
gies into  developing  that  system,  keeping  the  Older  Americans  Act 
as  it  is  to  take  care  of  the  social  service  needs  of  the  elderly. 

Dr.  Redford.  And  basically  that  is  what  I  am  saying.  They  have 
that  role. 

Senator  Adams.  I  understand  that 

Dr.  Redford.  I  am  certainly  not  saying  abandon  it 

Senator  Adams.  I  understood  that  is  what  you  were  saying,  and 
vet,  one  of  the  greatest  problems  faced  by  the  elderly — and  you 
heard  statements  of  a  75  year  old  taking  care  of  her  90  year  old 
mother-in-law — is  that  Medicare  and  Medicaid  are  not  directed  to- 
ward what  you  are  talking  about.  And  national  health  insurance, 
which  a  number  of  us  have  favored  for  many  years,  is  not  going 
to  arrive  in  time  for  most  of  us  to  see  it. 

Ms.  Jones.  We  may  be  creating  self-fulfilling  prophecies,  though, 
by  taking  that  position. 

Senator  Adams.  I  want  to  ensure  that  through  the  reauthoriza- 
tion of  this  act  where  we  place  it  in  this  total  spectrum  address  the 
appropriate  role  of  the  OAA  in  the  total  spectrum  of  long-term 
care. 

I  do  not  think  any  of  us  feels — at  least  I  certainly  do  not — that 
we  could  get  sufficient  funding  in  this  act  to  provide  for  a  solution 
to  the  long-term  care  problem  That  is  why  I  used  the  charts.  It  is 
obvious  that  much  money  has  already  been  and  is  being  spent 

I  am  very  concerned  about  the  facts  presented  on  the  first  chart, 
which  is  not  really  addressed  by  your  testimony.  We  already  have 
these  people  here,  and  they  are  in  these  circumstances.  And  as  a 
number  of  our  witnesses  stated,  we  have — and  I  think  you  stated 
it,  Ms.  Jones — many  people,  particularly  older  women,  doing  double 
time,  and  it  is  breaking  them  in  spirit  and  other  ways  because  they 
do  not  have  the  alternatives. 

And  so,  what  we  have  been  hearing  today  is  that  the  OAA  pro- 
vides for  a  wide  variety  of  health  and  social  services,  that  are  avail- 
able to  people  at  home.  And  we  are  trying  to  meet  a  wide  variety 
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of  needs  through  this  rather  small  act.  A  little  more  than  a  billion 
dollars  is  a  lot  of  money  but,  compared  to  the  size  of  other  pro- 
grams, is  not  that  big.  Our  chart  snows  the  very  great  disparities 
in  the  amount  we  are  spending. 

I  am  about  to  take  a  small  step  here  sometime  during  the  course 
of  this  year,  and  when  you  indicate  to  me  that  you  do  not  want  us 
to  change  the  act  to  move  more  toward  long-term  health  care,  you 
are  saying  to  me  you  do  not  want  me  to  attack  that  big  orange  in 
the  first  chart  I  am  not  sure  I  am  satisfied  with  that. 

If  you  would  like  to  submit  some  more  things  in  writing  please 
do  so.  I  understand  your  position  very  well.  As  I  have  repeatedly 
said  in  this  hearing  and  at  others,  it  would  seem  to  me  with  the 
technology  we  have  now —  computers  and  otherwise — we  should  be 
able  to  both  identify  needs  better  and  to  link  individuals  with  the 
services. 

But  under  the  financial  situations  that  I  see  by  sitting  on  the  Ap- 
propriations Committee — I  sit  on  that  committee  also  and  I  just 
heard  35  witnesses  the  day  before  yesterday  on  the  health  care 
needs  of  the  population — there  is  not  going  to  be  much  new  money 
for  anybody.  And  I  do  not  want  us  all  sitting  in  front  of  one  com- 
mittee fighting  it  out.  And  I  do  not  know  how  to  handle  that  or- 
ange yet.  And  it  may  be  that  we  don't,  as  Dr.  Bedford  suggests,  do 
anything  in  terms  of  converting  this  program  or  changing  it  to  be 
more  focused  on  long-term  care. 

I  thank  you  both  for  testifying. 

Senator  Cochran,  I  am  pleased  to  see  you  here.  Do  you  have  any- 
thing that  you  wish  to  add  to  this  before  we  finish?  He  is  our  rank- 
ing member  and  my  good  friend,  and  I  just  wanted  to  know  if  he 
had  any  statement  he  would  like  to  make. 

Senator  Cochran.  Mr.  Chairman,  I  just  came  by  to  thank  you 
for  having  the  hearing,  and  apologize  that  an  Appropriations  Com- 
mittee hearing  kept  me  from  being  here  for  the  rest  of  the  time 
that  this  hearing  has  been  taking  place,  but  also  to  thank  you  for 
letting  us  have  a  hearing  in  Mississippi  next  week.  We  are  going 
to  be  having  a  hearing  in  darks  dale,  MS,  looking  at  some  of  the 
problems  that  we  hope  to  be  addressed  by  the  Older  Americans 
Act.  And  we  thank  you  for  the  cooperation  and  assistance  that  you 
are  providing  in  helping  to  develop  these  ideas  and  changes  and 
ways  to  improve  the  Older  Americans  Act.  Thank  you. 

Senator  Adams.  Thank  you,  Senator. 

The  prepared  statement  of  the  Congressional  Research  Service 
and  additional  material  submitted  for  the  record  appear  in  the  ap- 
pendix. [The  appendix  follows:] 
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People  Needing  Long-Term  Care 
And  Exdenditures  For  Long-Term 
Care,  By  Place  Of  Residence 

Persons  Needing  Long-'ferm  Care,  1990 


Total  Population:  108  kfflOon 
m  Living  At  Home  o  In  Nursing  Home 


Expenditures  O.i  Long-Term  Care,  1988 


Total  Eipenoltures:  5ZB  Billion 
m  Home  Care  o  Nursing  Home  Care 

Soiree:  Health  Core  Financing  Adrninistrotion.  Office  of  the  Actuo-y 
and  Commission  Staff  Analysis  of  UnpubGshea  HCFa  Dote. 


State  and  Federal  Expenditures  on 
Long-Term  Care  for  the  Elderly,  FY  1986 

(60+  population  in  thousands  in  parentheses) 
500  |  1 


Mkmsota  QMftft  VulhgT  i  Ktstucfcy  AJtbtre* 
<n=70D  in=94S)  <s=«86J  («=*«>  te=C7Z> 
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OPENING  STATEMENT  FOR  SENATOR  BROCK  ADAMS 
Subcommittee  on  Aging 
April  26,  1991 


"The  Older  Americans  Ad  and  the  Aging  Network: 
The  Importance  of  Home  and  Qxzmmmty-based 
Long-terra  Care  Serrices" 

Good  morning.  I  am  pleased  to  convene  today's  hearing  of  the  Aging  Subcommittee  of  the 
Senate's  Committee  on  Labor  and  Human  Resources.  Tins  is  the  fourth  in  a  series  of 
hearings  which  I  ara  holding  on  the  reauthorization  of  the  Older  Americans  Act  (OAA). 

Today's  hearing  will  show  the  significant  and  diverse  rotes  the  OAA  and  the  aging  network 

have  played  in  long-term  care. 

Debate  over  developing  a  comprehensive  long-term  care  system  for  our  nation  is  well 
underway.  One  part  of  this  debate  concerns  the  extent  and  appropriateness  of  the  Older 
Americans  Act  in  long-term  care.  ' 

The  fact  is,  in  many  states  and  local  communities  across  me  country,  the  Older 
Americans  Act  is  having  a  significant  impact  in  long-term  care  as  we  speak.  Many  states 
and  communities  already  have  in  place  innovative  long-term  care  efforts.  And,  at  the  heart  of 
many  of  these  programs  is  the  "aging  network"  -  that  is,  state  and  area  agencies  on  aging 
and  local  OAA-funded  service  providers. 

The  aging  network,  in  the  absence  of  a  national  long-term  care  program,  has  become  the 
principal  source  of  key  home  and  community-based  services  in  many  parts  of  America. 
Moreover,  the  aging  network  is  serving  a  crucial  rote  ts  a  catalyst  for  planning,  coordination 
and  development  of  long-term  care.  Surprisingly,  however,  the  contributions  made  by  the 
OAA  and  the  aging  network  in  this  area  often  go  unnoticed.  Today's  bearing  will  help  to 
correct  that  oversight  We  wiD  not  only  hear  about  the  Act's  current  rotes,  but  consider 
potential  future  roles  for  the  Act  and  the  aging  netwodc  in  long-term  care. 

Most  of  the  public  funds,  excluding  the  OAA,  spent,  on  long-term  care  are  spent  for 
institutional  care  -  for  nursing  home  care.  By  contrast,  the  overwhelming  majority  of  those 
needing  long-term  care  live  at  home  -  and  that's  when;  the  OAA  comes  in. 

The  chart  to  my  far  right  illustrates  tins  fact.  As  you  can  sec,  84  percent  of  those  needing 
long-term  care  live  at  home.  Yet,  our  expenditures  are  in  inverse  proportion  -  out  of  nearly 
$53  billion  spent  on  long-term  care  in  1988,  82  pcjqran,  was  for  nursing  home  care,  not 
home-based  care. 
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The  other  cfaan  to  my  right  shows  expenditures  on  long-term  care  for  the  elderly  by  five 
stales  dm  have  similar  ri-rfii  aged  60  and  over  populations.  This  chart  shows  thai  the  OAA  - 
-  the  red  column  —  is  but  one  component  in  the  home  and  community-based  care  system  and 
the  total  dollars  spent  on  noc-instimtional  long-term  care  are  s^3^  Today's  witnesses, 
including  Charies  Reed,  a  leader  in  long-term  care  from  Washington  State,  will  show  that 
OAA  funds,  however,  provide  a  important  foundation  for  home  and  community-based  long- 
term  care. 

The  OAA  dollars  are  not  large  but  their  impact  is.  With  OAA  dollars,  homemakcrs  and 
chore  workers  can  cook  meals,  grocery  shop,  and  do  difficult  household  chores  for  those  who 
are  unable  to  do  these  tasks.  The  OAA  also  provides  congregate  and  home -deli  vexed  meals, 
case  management,  adult  day  care,  and  respite  care,  and  other  needed  services.  The  best  part 
is  that  the  recrpiens  of  these  services  can  stay  in  their  homes  rather  dun  a  nursing  home. 
We  will  hear  from  several  brave  older  Americans  about  bow  these  services  have  helped  them 
maintain  their  autonomy  in  the  community. 

The  need  for  long-term  care  is  clearly  on  many  people's  minds.  National  polls  repealed!'/ 
show  the  great  concern  Americans  have  about  long-term  care.  The  recent  Pepper 
Commission  report  provides  us  with  a  thoughtful  and  important  starting  point.  Senator 
Rockefeller  will  tell  us  more  about  the  Pepper  Commission's  recotnmendaiKXLS  and  discuss 
its  relevance  to  the  Older  Americans  Act. 

I  hope  that  we  can  make  real  mogie^s  toward  a  national  long-term  care  program.  Regardless 
of  what  form  a  future  long-term  care  system  takes,  this  hearing  will  show  that  the  OAA  has 
helped  to  lay  the  groundwork  and  its  experience  should  be  carefully  taken  into  account  in  the 
future. 


##  For  more  information,  contact  William  Benson  or  Jo  Ann  Lee  at  (202)  224-3239. 
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STATEMENT  FOR  SENATOR  PAUL  SIMON  (OIL) 
HEARING  BEFORE  THE  SUBCOMMITTEE  ON  AGING 
THE  OLDER  AMERICANS  ACT  AND  THE  AGING  NETWORK: 
THE  IMPORTANCE  OF  HOME  AND  COMMUNITY  BASED  LONG-TERM  CARE 

April  26,  1991 

Mr.  Chairman.  I  want  to  congratulate  you  and  your  staff  for  the  hard 
work  and  effort  your  committee  has  done  on  the  reauthorization  of  the  Older 
Americans  Act  (OAA).  The  topic  this  hearing  addresses,  long-term  care,  is  one 
that  I  have  been  seriousiy  concerned  about  and  involved  with  during  my  years 
in  Congress. 

I  want  to  tell  you  about  a  constituent  I  met  in  Springfield,  Illinois  a  few 
weeks  ago.  Naomi  Fowler.  Ms.  Fowler  has  spent  more  than  ten  years  taking 
care  of  her  mother,  who  has  Alzheimer's  disease.  The  long-term  caregivers 
who  are  here  today  know  what  sort  of  a  sacrifice  this  is. 

For  ten  years.  Naomi  Fowter  has  been  a  mother  to  her  own  mother.  For 
ten  years  she  has  fed  her,  bathed  her  and  been  on  call  24  hours  a  day.  Ten 
years  of  being  strong  and  patient  and  kind,  even  when  her  mother  did  not 
recognize  her.  This  represents  an  enormous  devotion  to  a  loved  one.  and  an 
enormous  personal  burden  that  many  thousands  of  Naomi  Fowlers  across 
Illinois  and  the  nation  face  today. 

On  top  of  the  emotional  strain,  there  are  financial  problems.  In  today's 
world,  most  famfies  depend  on  two  incomes.  It  is  a  serious  problem  if  one 
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breadwinner  has  to  take  too  much  time  off  to  provide  long-term  care.  Many 
caregivers  have  to  reduce  their  work  hours  or  even  give  up  jobs  to  provide 
care  fun-time. 

Some  families  simply  can't  provide  constant  care  for  a  loved  one  at 
home.  Many  say  that  if  they  could  get  even  a  few  hours  a  week  of  paid 
home  care  at  a  reasonable  price,  they  could  cope.  But  home  care  costs  up 
to  $150  a  day.  Most  families  can't  afford  it. 

We  have  a  situation  today  where  Medicare  won't  pay  for  long-term 
care  and  atfhough  Medicaid  will  pay  for  institutional  care,  it  won't  pay  for  the 
home  care  that  can  keep  people  out  of  instftutions.  Millions  of  families  are 
forced  to  institutionalize  loved  ones  for  financial  reasons,  not  medical  reasons. 

Nursing  home  care  is  a  growing  need  among  seniors.  A  recent  article  in 
the  New  England  Journal  of  Medicine  reported  that  2.2  million  Americans 
turned  65  in  1990  and  an  estimated  43%  of  these  individuals  will  enter  a  nursing 
home,  for  at  least  some  length  of  time,  during  their  lifetimes.  But  the  average 

cost  of  nursing  homes,  from  $25,000  to  $30,000  a  year  in  most  areas  and  up  to 
$45,000  in  other  areas,  is  out  of  the  range  of  most  Americans'  budgets.  The 
only  alternative  is  to  apply  for  Medicaid  and  try  to  find  a  Medicaid  space  in  a 
nursing  home.  This  means  the  family  has  little  choice  where  the  patient  goes 
or  what  quality  of  care  he  or  she  will  get.  ft  is  devastating  emotionally,  and  it  is 
often  devastating  financially  since  the  indrviduaJ  must  spend  himself  or  herself 
into  poverty  to  get  what  help  Medicaid  can  offer. 

There  is  a  better  way.  America  needs  a  comprehensive  program  for 
long-term  care.  We  need  a  program  that  everyone  will  contribute  to  and 
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everyone  can  benefit  from.  Poll  after  poll  shows  that  nearly  80%  of  Americans 
want  a  federal  long-term  care  program  along  these  fines.  And  the  polls  also 
show  they  are  willing  to  pay  their  fair  share  in  taxes  if  they  get  such  an 
important  benefit  in  return. 

During  my  recent  campaign  for  reelection  to  the  Senate,  I  called  for  a 
one-half  cent  increase  in  Social  Security  taxes  to  pay  for  long-term  care.  My 
opponent  was  quick  to  criticize  me  for  it  —  but  Hfinoisans  supported  me  for  it. 
Old  or  young,  Repubflcan  or  Democrat,  people  want  protection  for  the  long- 
term  care  disaster  that  hits  nearly  all  American  families  at  one  time  or  another. 

Naomi  Fowler  came  to  my  office  to  talk  about  the  struggles  of  families 
who  are  silent  heroes  shouldering  the  burdens  of  long-term  care.  She  told  me 
it  is  time  for  a  comprehensive,  national  program  to  help  people  care  properly 
for  their  loved  ones.  I  told  her  she  is  right.  In  the  Democratic  Party  response  to 
the  State  of  the  Union  address.  Senate  Majority  Leader  George  Mitchell  said 
that  long-term  care  will  become  the  "crisis  of  the  decade*  unless  we  develop  a 
national  policy  to  deal  with  it. 

1  am  prepared  to  sponsor  legislation  to  assist  families  who  need  home 
care  and  residential  care  services  for  a  loved  one.  The  time  is  now.  Together 
we  can  create  a  program  that  win  protect  our  famffies  from  the  emotional  and 
financial  burden  of  the  long-term  care  crisis.  For  Naomi  Fowler  and  the  many 
thousands  Bke  her,  we  can  do  better. 


The  OAA  has  created  a  successful  aging  network,  which  acts  as  a  lead 
facilitator,  a  resource  and  information  center,  and  an  advocate  for  older 
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Americans,  Its  role  should  be  continued  and  improved  upon.  We  should  be 
working  toward  helping  to  keep  those  older  individuals  in  the  community  who 
want  to  stay  in  the  community.  Perhaps  we  can  utilize  this  network  more 
effectively  to  serve  older  individuals  in  need  of  long-term  care. 

Currently,  the  OAA  facilitates  the  coordination  of  community-based 
long-term  care  services  for  older  individuals  who  are  at  risk  of  institutionalization 
through  Title  III.  In  addition,  the  OAA  is  the  only  federal  program  providing 
ombudsman  services  for  institutionalized  elderly. 

Title  111  services  include  a  variety  of  home  care  services  and  home 
delivered  meals.  About  4  to  7  million  disabled  elderly  are  staying  in  the 
community  and  are  in  need  of  some  kind  of  home  and  community-based 
care.  The  OAA  Title  111  is  serving  those  in  our  communities  who  are  not  eligible 
for  services  under  other  federal  programs,  such  as  Medicaid.  It  is  catching 
many  who  would  have  otherwise  fallen  through  the  cracks. 

Mr.  Chairman,  as  you  know  the  ombudsman  is  an  important  part  of  long 
term  care,  ft  is  estimated  that  currently  1 .3  million  older  Americans  reside  in 
nursing  homes.  The  ombudsman  serves  as  a  resource  and  vital  fink  between 
institutionalized  elderly,  their  famines,  and  institution  staff.  They  are  moderators, 
educators,  and  advocates  for  institutionalized  older  Americans. 

Ombudsmen  are  mandated  to  have  a  regular  presence  in  institutions; 
however,  with  fimited  and  scarce  resources  this  is  often  difficult.  For  some 
Illinois  Area  Agencies  on  Aging  (AAA),  that  means  almost  day-to-day  contact, 
and  for  others  only  the  minimum  requirement  of  one  visit  every  year.  Most 
AAA's  use  volunteers  who  act  as  the  eyes  and  ears  of  the  ombudsman.  The 
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contributions  of  the  volunteers  is  invaluable,  and  I  commend  and  encourage 
their  efforts  in  helping  others. 

Mr.  Chairman,  I  would  like  to  share  some  examples  of  the  type  of 
incredible  work  the  ombudsmen  from  my  state  do. 

•  An  elderty  women  was  sexually  assaulted  in  a  nursing  home.  The 
woman  knew  the  ombudsman  and  felt  comfortable  talking  to  them  about  the 
incidence.  The  ombudsman  was  then  able  to  talk  to  the  woman's  famfly  and 
direct  them  to  the  proper  authorities.  In  addition,  they  alerted  the  nursing 
home  staff.  The  elderly  women  said  that  if  it  weren't  for  the  ombudsman,  she 
never  would  have  reported  the  incidence. 

•  An  ombudsman  was  successful  in  returning  an  elderly  man  to  the 
community.  His  grandson  gained  guardianship  and  inappropriately  placed  his 
grandfather  in  a  nursing  home.  The  elderly  man  read  about  the  ombudsman 
program  on  a  poster  at  the  nursing  home.  He  called  the  area  agency  on 
aging  for  assistance.  Through  the  help  of  the  ombudsman,  he  is  now  back 
Irving  in  the  community. 

•  A  former  local  school  teacher  with  Alzheimer's  disease  was 
placed  in  a  nursing  home.  Those  who  signed  her  in  were  not  her  guarcfians.  In 
fact,  she  had  no  guardian,  Irving  relative,  or  friends.  Her  account  with  the 
nursing  home  had  been  delinquent  since  1990.  and  the  institution  was  about 
to  be  forced  to  remove  her  from  the  institution.  The  nursing  home 
administrator  called  the  local  ombudsman  to  investigate  the  situation,  as  they 
did  not  want  to  put  the  woman  out  on  the  street.  The  ombudsman  cfiscovered 
that  the  elderty  woman  was  a  victim  of  gross  financial  exploitation,  and  are 
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working  with  the  proper  authorities  to  soKe  the  problem.  Furthermore, 
because  the  crea  agency  is  involved  the  nursing  home  will  continue  to  care 
for  the  woman  in  the  facility. 

*  An  ekjeriy  coupte  were  placed  in  separate  institutions  by  their 
son.  who  become  their  legcJ  guardian.  The  wife  needed  to  be  placed  in  a 
specie:  institution  because  of  mental  illness.  Needless  to  say,  the  couple  would 
like  to  stay  together.  The  ombudsman  is  working  toward  moving  the  husband 
into  his  wife's  facility.  Compounding  the  problem,  the  bffls  for  the  two  hove 
not  been  paid.  Their  son  has  taken  his  parents  assets,  and  although  the 
husband's  joint  hearth  insurance  poGcy  covers  nursing  home  stay,  the 
company  has  not  paid  yet. 

The  OAA  and  the  aging  network  can  and  does  play  an  important  role  in 
the  comprehensive  solution  of  providing  long-term  care;  however,  without 
adequate  funding  the  program  cannot  be  effective.  1  look  forward  tc 
exploring  the  ways  in  which  it  can  best  be  utiSzed.  The  elderly  in  our  nation 
deserve  no  less. 
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Senator  Jay  Rockefeller 
Testimony  before  the  Senate  Subcommittee  on  Aging 
on  the  Older  Americans  Act  and  Long-Term  Care 
April  26,  1991 


Mr.  Chairman,  I  want  to  commend  you  for  holding  this  hearing 
today  on  long-term  care.    As  Chairman  of  the  Senate  Subcommittee 
on  Aging,  you  are  one  of  the  leaders  in  this  body  for  senior 
citizens  and  I  deeply  appreciate  and  welcome  your  invitation  to 
testify  this  morning  on  the  Pepper  Commission  recommendations  on 
long-term  care. 

I  support  your  legislation  reauthorizing  the  Older 
Americans  Act  and  want  to  work  with  you  on  its  enactment. 

Lack  of  coverage  for  long  term  care  services  is  a  major 
source  of  fear  and  anxiety  among  older  Americans.     It  is  most 
appropriate  to  look  to  the  Older  Americans  Act  as  a  way  to 
aggressively  promote  long-term  care  services  needed  by  seniors 
citizens . 

For  the  last  25  years,  the  Older  Americans  Act  has  been  a 
major  force  in  promoting  desperately  needed  services  for  the 
elderly.     Through  its  support  for  vital  services  ranging  from 
nutrition,  to  transportation  to  legal  advocacy,  this  historic 
legislation,  along  with  Social  Security  and  Medicare,  has  helped 
to  raise  the  overall  quality  of  life  for  many  seniors.    We  should 
be  proud  of  our  achievements  on  behalf  of  seniors,  but  we  must 
also  look  ahead  to  tackle  new  challenges  —  and  one  of  the  most 
pressing  is  the  need  for  long-term  care 

Between  9  and  11  million  Americans  must  depend  on  others  for 
help  with  the  basic  tasks  of  daily  living.    Millions  more  know 
the  physical,  emotional,  and  financial  burden  of  caring  for 
family  members  or  friends  who  need  care.     These  are  tragic,  but, 
I  know,  all  too  familiar  statistics  for  the  members  of  this 
Subcommittee.     Even  so,  statistics  and  numbers  don't  fully  convey 
the  story  and  consequences  of  not  having  a  national  policy  on 
long-term  care.      As  just  one  example,  let  me  tell  you  about  the 
Keeney  family  in  West  Virginia. 

Mr.  Keeney  lives  in  Charleston,  West  Virginia.  Recently, 
Mr.  Keeney  had  to  purchase  the  house  next  door  for  his  elderly 
parents.     His  father  suffers  from  Alzheimer's  Disease,  and  his 
7 7 -year  old  mother  could  not  care  for  her  husband  alone  so  she 
must  depend  on  her  son.    Medical  expenses  have  eroded  all  family 
savings.    Mr.  Keeney  has  taken  out  four  mortgages  on  his  home  to 
care  for  his  father.    He  has  been  forced  to  use  the  savings 
intended  for  his  son's  college  education  to  provide  for  his 
elderly  parents.    This  is  a  tragic  situation. 

We  must  respond  to  the  plight  of  the  Keeney  family  and 
millions  of  other  American  families. 

The  Pepper  Commission  does  respond.    As  Chairman  of  the 
Pepper  Commission,  I  am  very  proud  of  our  final  report  that  we 
submitted  to  Congress  last  September.    It  lays  out  a  bold 
blueprint  for  both  universal  access  to  health  care  coverage  and 
long-term  care  for  every  American  who  needs  it.    And  I  will 
briefly  summarize  the  Pepper  Commission's  long-term  care 
proposal,  which  passed  the  Commission  with  solid,  bipartisan 
support: 

**  Our  plan  recommends  social  insurance  for  home  and 
community-based  care  and  for  the  first  three  months  of  nursing 
home  care,  for  all  Americans  regardless  of  income. 
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**  For  Americans  and  families  facing  long  nursing  home 
stays,  key  protections  are  provided  to  prevent  family 
impoveri  shment . 

**  To  ensure  quality  care  and  keep  a  lid  on  excess  costs, 
the  Commission  recommends  relying  on  case  managers  to  develop  and 
oversee  individual  care  plans  that  are  tailored  to  individual 
needs.    Our  report  envisions  benefits  that  include  personal  care, 
hamemaker  services,  respite  care  and  training  for  family 
caregivers,  as  well  as  more  skilled  nursing  care  and 
rehabilitative  care. 

The  Pepper  Commission  has  laid  out  a  blueprint  that  I 
urge  the  members  of  this  subcommittee  and  all  of  our  colleagues 
to  support.     We  should  enact  the  legislation  needed  to  provide- 
the  protection  that  the  Commission  believes  every  American 
deserves . 

Just  as  importantly,  we  must  strengthen  the  infrastructure 
to  provide  the  long-term  care  services  that  ultimately  would  be 
covered  under  the  Pepper  Commission's  bold  plan. 

Pilot  projects  and  state  and  local  programs  are  underway 
across  our  country,  providing  long-term  care  services  to  older 
Americans  and  developing  a  basic  level  of  knowledge  that  will 
guide  us  in  forming  a  national,  more  comprehensive  long-term  care 
policy.    We  must  build  on  these  efforts  and  do  much  more. 

And  I  am  proud  to  report  on  my  recent  initiative  to  expand 
services  for  some  of  the  most  deserving  older  Americans .  Just 
last  year,  in  spite  of  intense  budget  negotiations,  Congress 
passed  legislation  that  I  authored,  which  now  allows  Hedicaid  to 
be  the  source  of  home  and  community  services  for  frail  elderly. 

We  still  have  a  long  way  to  go .     There  is  a  great  deal  to 
learn  about  case  assessment,  case  management,  and  cost 
containment,  and  how  they  interact  with  each  other,  if  we  hope  to 
reach  our  goal  of  quality  long-term  care,  not  just  for  seniors, 
but  for  every  American  who  needs  it.     And  it's  in  these  areas 
that  I  seVB  a  valuable  and  important  role  for  the  Older  Americans 
Act. 

In  the  Pepper  Commission  blueprint,  we  accepted  federal 
responsibility -for  financing  some  key  aspects  of  the  program. 
.But  we  also  sought  to  give  the  states  flexibility  in  the 
development  and  implementation  of  home  and  community-based 
services.     Therefore,  in  my  view,  a  logical  next  step  is  for  the 
federal  government  to  play  a  more  supportive  role  in  helping 
states  explore  ways  to  administer  and  manage  the  provision  of 
long-term  care  services. 

I  would  like  to  work  closely  with  you,  Senator  Adams,  as  you 
work  on  the  reauthorization  of  Older  Americans  Act  to  explore 
such  ways  to  promote  long-term  care. 

To  turn  to  one  example,  I  am  an  original  cosponsor  of 
Senator  Pryor's  proposed  amendments  to  the  Older  Americans  Act  to 
establish  a  $5  million  demonstration  program  to  promote  and 
evaluate  the  role  our  aging  network  could  play  in  providing  long- 
term  care  services.    This  proposal  would  compare  eight  different 
models  in  order  to  identify  the  best,  most  efficient  way  to 
provide  long-term  care  services . 

Such  a  demonstration  could  provide  valuable,  in-depth 
information  for  the  aging  network,  and  other  health  agencies 
struggling  to  balance  the  questions  of  cost  containment,  case 
management,  and  quality  assurance. 


52 


I  also  believe  that  it  will  be  vital  to  ensure  that  the 
lessons  learned  through  long-term  care  programs  in  the  aging 
network  are  widely  distributed.    New  efforts  must  be  made  to 
disseminate  useful  information  and  ideas  among  all  the  key- 
federal  health  agencies  and  state  organizations  that  are  working 
on  answering  the  tough  questions  of  cost  and  administration 
associated  with  long-term  care  coverage. 

Continued  experimentation  will  be  necessary.  West 
Virginia's  Community  Care  Program  is  a  prime  example.  Since 
1987,  my  state  has  been  working  to  provide  community  care  by 
trying  various  approaches. 

The  state  ultimately  decided  to  reorganize  all  its  long-term 
care  services  under  a  single  office  for  Geriatrics  and  Long-Term 
Care.     This  office  works  closely  with  the  Commission  on  Aging  and 
used  the  state's  network  of  senior  centers  to  provide  home  and 
community  care  in  every  county  in  my  state.    Over  5500  West 
Virginians  are  served  through  this  innovative  program  via  a 
single  point  of  entry  for  home  care  —  their  local  senior  center. 

This  is  a  strong  start,  but  much  fine  tuning  still  remains 
to  ensure  quality  care  and  cost  containment  in  the  West  Virginia 
program . 

In  summary,  I  believe  we  must  push  forward  on  two  tracks  to 
promote  long-term  care. 

First,  we  must  fight  to  expand  direct  services  and 
ultimately  build  a  comprehensive  long  term  care  protection 
program  as  envisioned  by  the  Pepper  Commission. 

Secondly  and  simultaneously,  we  must  develop  the 
infrastructure  to  provide  these  services  reliably  and 
effectively.     The  Older  Americans  Act  can  play  an  important  role 
in  exploring  effective,  efficient  ways  to  build  that 
infrastructure . 

Mr.  Chairman,  thank  you  again  for  the  opportunity  to  testify 
before  your  committee  this  morning.     I  am  eager  to  work  with  you 
to  achieve  our  objective  of  long-term  care  protection  for  all 
Americans . 
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Prepared  Statement  of  Helen  Lee 


■  The  Older  Americans  Act:  and  the  Aging  Network:  the  Importance 
of  Home  and  Commmity-based  Services" 


Many  seniors  have  expressed  their  appreciation  of  the  benefits 
they  receive  including: 

1 .  The  many  and  varied  programs  provided  at  the  Arnold 
Senior  Center  in  Anne  Arundel  County  near  Annapolis, 
Maryland . 

2.  There  is  the  companionship  and  friendliness  to  be 
gained  in  the  classes  in  exercise,  dancing,  arts  and 
crafts. 

3 .  There  is  the  daily  lunch  for  which  the  seniors  sign 
up  in  advance.     This  is  a  well-balanced  meal. 
Enrollment  increases  as  more  people  become  aware  of 
lunch,  and  we  have  a  waiting  list  for  these  services. 

4  .  Transportation  is  important  to  those  who  do  not 
drive.     They  are  picked  up  in  the  morning  and  returned 
to  their  homes  in  the  afternoon.     The  van  is  available 
for  medical  appointments  as  well. 

5.  There  is  a  scheduled  health-check  for  screening 
diabetes  and  blood  pressure.     I  myself  find  these  very 
important  as  I  am  a  diabetic  and  have  had  a  heart 
attack  in  the  past. 

However,  there  is  an  undercurrent  of  worry  about  possible 
cuts  in  help  for  the  elderly,  particularly  the  retiree  living  on 
a  fixed  income  in  the  low  to  middle  income  bracket.     They  feel 
the  pressure  of  increased  living  cost,  increased  tax,  and  medical 
expenses.     This  applies  to  the  renter  as  well  as  the  home  owner. 

The  most  pressing,  constant  need  lies  with  the  elderly  who 
want  to  stay  in  their  homes  but  who  need  assistance  and  some 
personal  care,  yet,  they  are  not  totally  disabled  nor  confined  to 
the  bed.     Often  what  is  needed  is  part-time  services.  For 
instance,  my  mother-in-law,  Lillian  Rollins,  a  90  year  old  retire 
with  a  heart  condition,  gives  herself  insulin  everyday  for  her 
diabetes ,  and  needs  a  walker  to  get  around  because  of  her 
arthritis.     She  has  assistance  in  the  home  three  times  a  week  in 
the  morning  for  her  grooming,  some  daily  meal  preparation, 
shopping  and  laundry.    All  of  these  are  non-medical  needs  but 
without  them  she  would  not  be  able  to  manage. 

I  am  a  75  year  old  retiree  and  wonder  what  my  future  holds 
for  me  when  I  am  unable  to  attend  to  all  my  needs .     I  also  hope 
and  plan  to  remain  at  home  in  my  old  age.     Now  the  upkeep  is 
becoming  a  problem. 

Again  I  would  just  like  to  say  once  more  that  all  of  us  in 
the  senior  center  are  very  concerned  that  the  funds  will  be  cut 
back  this  year.    We  would  like  to  encourage  your  committee  to 
strongly  consider  our  plea  for  continued  support  for  the  programs 
funded  by  the  Older  Americans  Act.     They  are  so  very  important  to 
all  the  older  people  of  this  country. 
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Prepared  Statement  of  Charles  E.  Reed 


IMTKOIXJCTIOH 

Mr.  Chairman,  Masters  of  the  Committee,  my  name  is  Charles  Reed.  I 
have  responsibility  for  administering  the  Older  Americans  Act 
program  in  the  State  of  Washington.  I  am  pleased  to  hare  this 
opportunity  to  share  with  you  my  views  on  the  role  of  the  Aging 
Network  in  long-term  care. 

Shis  sorning  I  would  like  to  touch  on  three  general  subject  areas. 
First,  I  will  describe  how  we  have  managed  long-term  care  system 
development  in  Washington  State.  This  will  include  specific 
examples  of  the  critical  role  played  by  the  State  and  Area  Agencies 
on  aging.  Secondly,  I  will  summarise  what  I  believe  should  be  the 
goals  of  national  long-term  care  reform.  And  finally,  I  will 
suggest  ways  in  which  the  Older  Americans  Act  and  the  Aging  Xetwork 
can  most  effectively  support  and  participate  in  a  new,  more 
comprehensive  long-term  care  system  for  all  Americans. 

rag  ggaaggi  ee  wmrnm  aw  a  Hnggggmi  tots 

In  the  absence  of  strong  federal  leadership  the  states,  in  recent 
years,  have  been  the  laboratories  for  program  development  and 
innovation  in  long-term  care.  There  is  great  diversity  among  the 
states  in  terms  of  population,  geography,  resources,  political 
environment  and  administrative  organisation.  Monetae  less,  we  all 
share  the  challenge  of  responding  to  growing  long-term  care  needs 
within  the  limited  constraints  of  the  Medicaid  Program  and  whatever 
other  federal,  state  and  local  resources  we  can  muster. 

Washington  State  is  often  recognised  as  one  of  the  leaders  in  this 
effort.  Let  me  briefly  mention  some  of  the  major  developments 
which  characterise  oar  experience  t 

1 .  In  the  mid-seventies  the  Washington  State  Office  on  Aging 
established  a  network  of  thirteen  Area  Agencies  with 
strong  local  community  sponsorship. 

2.  From  the  beginning  the  Aging  Network  has  operated  with  an 
organisational  'Culture  of  Advocacy"  and  with  close 
collaboration  between  the  State  and  Area  Agencies. 

3.  Our  state  took  the  Older  Americans  Act  seriously.  We 
adopted  as  our  Mission  the  promotion,  planning  and 
coordination  of  a  "comprehensive  system  of  services"  for 
older  persons. 

4.  Bach  of  our  Area  Agencies  has  established  one  or  more 
Senior  Information  and  Assistance  programs  which 
facilitate  access  to  all  available  benefits  and  services. 

5.  Over  the  years  we  have  increasingly-  targeted  our  efforts 
to  assist  those  older  persons  in  the  greatest  social  and 
economic  need.  We  were  one  of  the  first  states  to 
allocate  OAA  resources  according  to  a  formula  designed  to 
benefit  low  income  and  minority  elders. 

C.  In  the  early  eighties  we  assumed  responsibility  for 
managing  access  to  state  and  federally  funded  home  and 
community  care  programs  for  disabled  adults  as  well  as 
the  elderly.  We  also  secured  a  Medicaid  Waiver  allowing 
greater  flexibility  in  the  use  of  Title  ZZZ. 
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7 .  By  the  mid  eighties  our  commitment  to  case  management  was 
such  that  wb  became  one  of  the  first  states  to  codify 
written  performance  standards.  Daring  this  period  we 
used  Older  ,*irar1  rnnn  Act  funds  to  expand  case  management 
within  the  Aging  Hetwork  to  support  the  expansion  of 
hosW community  care. 

8.  We  conducted  a  Strategic  Planning  exercise  with  the 
entire  Aging  network  in  1986  and  confirmed  that  we  were 
definitely  "in  the  long-term  care  business". 

9.  Late  in  1986  we  assumed  responsibility  fox  administering 
the  state's  nursing  home  program.  This  assignment 
consolidated  our  management  authority  and  facilitated 
further  progress  in  long-term  care  system  coordination. 

10-  Currently  we  chair  a  Long-Term  Care  Policy  Group  within 
the  "umbrella  agency"  for  social  and  health  services. 
This  Policy  Group  allows  the  State  Agency  op  Aging  to 
work  together  with  specialised  divisions  serving  the 
mentally  ill,  developmentally  disabled ,  medically  fragile 
children  and  others. 

11.  As  we  work  together  to  improve  long-term  care  for  all 
ages  and  disabilities,  the  Aging  network  reaains  a 
prominent  and  successful  model  for  local  advocacy, 
planning  and  service  coordination  for  a  vulnerable 
population  with  specialised  needs. 

12.  I  believe  the  Aging  Network's  greatest  success  has  been 
in  tha  establishment  of  a  solid  foundation  of  Senior 
Information  and  Assistance  and  Case  Management  services 
which  provide  effective  access  to  health  promotion, 
community  support  and  long-term  care  services.  Area 
Agencies  have  also  demonstrated  the  ability  to  develop 
and  manage  contracts  with  specialised  service  providers. 

1£.  It  is  important  to  note  that  the  Area  Agencies  on  Aging 
have  been  allowed  to  freely  exercise  their  Advocacy  role 
in  Washington  State.  While  they  must  live  within  the 
bounds  of  their  own  fixed  budgets,  they  have  not  been 
accountable  for  managing  client  eligibility  and 
expenditures  under  the  large  Medicaid  entitlements .  Our 
state  agency  performs  these  functions ,  for  both  disabled 
adults  and  elderly,  through  a  separate  network  of  field 
offices  staffed  with  state  employees. 

14.  The  Washington  State  long-term  care  system  includes  a 
full  range  of  family  caregiver  support,  in-home  care, 
community  support  services  and  nursing  home  care.  Oar 
own  State  Agency  serves  nearly  20,000  disabled  adults  and 
older  persons  in  the  community.  We  have  about  17,000  in 
nursing  home  settings.  Half  our  budget  is  financed  with 
state  revenues. 


Despite  our  considerable  progress,  I  most  report  to  you  that 
Washington  State  is  unable  to  keep  up  with  the  growing  need  for 
long-term  care  services . 

Unf  ortnnately,  our  experience  is  in  many  ways  typical  of  most  other 
states.  Our  long-term  care  system  remains  fundamentally  biased 
toward  nursing  home  services  because  of  the  Medicaid  entitlement 
and  the  limitations  of  our  Home/Cr—  nn  f  1 1  Care  Waiver.   The  nursing 
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hoae  budget  i«  so  large  end  rapidly  growing  that  it  throat^..  «-« 

««i.tanc..   mi.  i.  particularly  troe  noT^TS.  ^dle  clalt^ 
oTp^OT^I^^H^ 

The  recommendations  which  I  will  make  reflect  the  sense  of  urgency 
which  is  growing  at  the  state  level  across  the  country.  I  present 
for  your  consideration  a  set  of  principles  for  long-term  care 
reform  which  are  based  on  a  detailed  legislative  proposal  developed 
by  the  National  Association  of  State  Units  on  Aging  (KASHA) . 

HAS  OA  is  comprised  of  the  state  administrators  responsible  for 
operating  this  country's  aging  and  long-term  care  programs*  These 
are  the  people  who  understand  the  strengths  and  weaknesses  of  the 
current  system* 

The  basic  principles  are  summarised  below x 

1.  in  the  face  of  a  rapidly  growing  population  of  disabled 
persons  of  all  ages,  and  the  imminent  risk  to  families  of 
all  income  levels,  a  federal  social  insurance  program 
most  provide  the  basis  for  long-term  care  financing. 

2.  The  program  should  provide  equitable  benefits  based  on  an 
individual  assessment  of  functional  capacity,  regardless 
of  age.  Income  or  particular  disability. 


3.  The  new  program  should  fully  cover  home  and  communlt  j 
support  services  and  at  least  the  first  three  months  of 
nursing  home  care. 

4.  Case  management  should  be  an  Integral  component  of  the 
new  program  to  ensure  advocacy  protection  for  vulnerable 
individuals,  as  well  as  cost-effective  coordination  with 
the  acute  health  care  system  and  Informal  caregivers  who 
may  be  available. 

5 .  Administration  of  the  program  should  be  delegated,  under 
federal  guidelines,  to  the  states,  the  governmental  level 
with  the  most  experience  In  long-term  care. 
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Financing  for  LTC  social  Insurance  should  be  primarily  a 
federal  responsibility.  tax  or  combination ,  ot  taxes 

designated  for  this  purpose  should  reflect  "ability  to 
pay"  ,  produce  revenue  commensurate  with  expected  benefit 
growth  and  require  contributions  from  taxpayers  of  all 
ages. 

Effective  quality  assurance  mechanisms  must  be  included. 


THE  AGING  KTOfORg  ROLE  IK  LONG-TERM  CARS  REFORM 

The  Older  Americans  Act,  notwithstanding  its  limited  budget,  has 
been  successful  in  raising  public  awareness  of  the  unique  interests 
and  needs  of  the  elderly.  More  importantly,  the  Act  created  a 
Rational /State /local  Aqfng  Network  to  promote,  develop  and  deliver 
specialized  progress.  In  some  parts  of  the  country  the  Network  has 
been  instrumental  in  moving  the  long-term  care  system  from  an 
institutional  focus  to  home  and  community-based  care .  * 

As  we  begin  to  anticipate  comprehensive  reform  of  our  national 
long-term  care  system,  it  is  important  to  consider  what  continuing 
role  might  be  played  by  the  Older  Americans  Act  and  the  Aging 
Network.  The  following  are  my  own  personal  observations  on  this 
timely  question i 

1.  The  'Field  of  Aging-  is  not  synonymous  with  "Long-Term 
Care* .  The  status  and  wellbeing  of  older  persons  in  our 
society  is  multifaceted.  The  Aging  Network  must  resist 
the  temptation  to  put  all  its  eggs  in  the  LTC  basket. 

2.  Long-term  care  is,  of  course,  one  of  the  most  critical 
issues  and  two-thirds  of  the  consumer  population  are  over 
age  65.  However,  a  very  important  one-third  is  made  up 
of  younger  groups  with  a  multiplicity  of  very  different 
Interests.       The   Aging   Network   must   work    with  many 

;  partners  to  design  the  new  aye  tern. 

3.  Recent  reorganisation  of  the  Office  of  Human  Development 
Services  has  resulted  in  the  elevation  of  ADA  to  the 
Office  of  the  Secretary  of  HHS.  This  is  an  important 
development.  The  Administration  on  Aging  should  be  led 
by  someone  with  the  rank  and  status  of  an  Assistant 
Secretary,  with  authority  to  exercise  leadership  In 
coordinating  the  many  federal  agencies  involved  in  aging 
and  long-term  care. 

4.  The  key  objective  in  long-term  care  reform  is  the 
establishment  of  a  universal  and  equitable  benefit, 
regardless  of  age,  income  or  particular  disability.  To 
this  extent  the  long-term  care  system  should  be,  in 
effect,  "generic".  The  organisation  of  the  service 
delivery  system  is  a  very  different  matter.  Specialized 
service  programs  and  specialized  case  management  may  be 
more  effective  than  a  single  integrated  system  for  all 
disabled  persons.  I  described  earlier  the  approach  we 
have  used  successfully  In  Washington  State.  However,  I 
can  not  rocomnend  this  as  a  national  model.  One  of  the 
most  important  principles  of  long-term  care  reform  must 
be  respect  for  state  flexibility  in  the  design  of  service 
delivery  systems.  It  would  be  a  great  mistake  to 
underestimate  the  unique  traditions  and  circumstances 
that  we  find  across  this  country. 
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Many  Area  Agencies  on  Aging  have  acquired  considerable 
experience  as  a  key  component  of  their  local  long-tern 
care  systems.  This  is  true  in  ay  own  state.  However,  I 
think  it  is  important  to  carefully  examine  the  assumption 
that  the  long-term  care  system  of  the  future  should  be 
built  around  the  AAAs .  This  is  a  judgement  which  must  be 
left  to  the  states.  There  are  numerous  policy  and 
organisational  considerations  associated  with  the 
aanagement  of  social,  health  and  long— term  care  programs. 
The  states  are  in  the  best  position  to  work  with  local 
communities  to  resolve  these  issues. 

These  words  of  caution  are  not  meant  to  discourage  an 
assertive  role  in  long-term  care  for  Area  Agencies  on 
Aging.  On  the  contrary,  both  State  and  Area  Agencies 
should  play  an  active  role  in  this  debate  and  in  the 
planning  process  which  will  eventually  follow.  My 
purpose  is  merely  to  guard  against  the  i  omeon  mistake  of 
generalising  too  much  from  our  own  state  or  local 
experience. 

I  certainly  join  others  in  pointing  out  the  fact  that  QAA 
funding,  modest  as  it  is,  has  not  kept  pace  with 
inflation  and  population  growth  in  recent  years.  The 
Aging  Network  will  need  stable  resources  if  it  is  to 
continue  providing  specialised  advocacy  for  elder  rights. 
Additional  resources  will  be  needed  to  plan  and  support 
the  specialised  aging  components  of  long-term  care 
reform . 

In  conclusion,  let  m  put  in  a  word  of  praise  and 
gratitude  for  the  Long-Term  Care  Resource  Centers  which 
have  been  funded  under  the  Older  Americans  Act.  We  and 
many  other  state  agencies  have  been  assisted  and  look 
forward  to  a  continuing  working  relationship. 
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Prepared  Statement  of  Robert  Dolsen 

The  overall  objective  of  the  . Title  HI  program  is  to  strengthen  or  to  develop  at  the  substate 
or  area  level  a  system  of  coordinated  and  comprehensive  services  for  older  persons  - 
services  which  will  enable  older  persons  to  live  in  their  homes  or  other  places  of  residence 
as  long  as  possible." 

-  from  "Grants  for  State  and  Community  Programs  on  Aging."  Federal  Register.  voL 
38,  no.  196,  October  11,  1573. 

"It  is  the  purpose  of  this  title  to  encourage  and  assist  State  and  area  agencies  to  concentrate 
resources.,,,  in  order  to  — 

(1)  secure  and  maintain  maximum  independence  and  dignity  in,  a  home  environment 
for  older  individuals  capable  of  self  care  with  appropriate  supportive  services; 

(2)  remove  individual  and  social  barriers  to  economic  and  personal  independence 
for  older  individuals;  and 

(3)  provide  a  continuum  of  care  for  the  vulnerable  elderly." 

-  from  The  Older  Americans  Act  of  1965.  as  Amended.  Title  IK,  Part  A,  Sec  301 
(a),  1588. 

"Long-term  care  refers  to  an  array  of  services  needed  by  individuals  who  have  lost  some 
capacity  for  independence  because  of  a  chronic  illness  of  condition." 

-  from  A  Call  for  Action.  Report  of  Hie  Pepper  Corriinission,  1990. 

The  patterns  for  long  term  care  in  the  United  States  were  established  in  1965,  during  the 
halcyon  years  of  the  Great  Society,  long  before  Long  Term  Care  had  become  pan  of  the 
American  political  lexicon. 


That  year  Medicare  and  Medicaid  were  enacted,  and  our  national  optimism  about  our 
capacity  to  solve  the  nation's  problems  led  us  to  believe  that  we  had  satisfactorily  addressed 
the  issues  of  the  nation's  health. 


Also  enacted  in  1965  was  the  Older  Americans  Act,  a  much  more  modestly  funded  social 
service  program  for  older  persons,  aimed  at  providing  a  modicum  of  social  opportunities 
for  elders. 


In  the  mid-sixties  the  activity  theory  of  aging  was  fashionable.  It  held  that  if  older  persons 
had2Xincomfihelter,  and  health  care,  they  needed  only  social,  educational,  and  recreational 
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activities  to  age  successfully.  The  Older  Americans  Act  was  implemented  to  provide  these 
activities. 

We  had,  of  course,  miscalcuiated  the  impact  of  basic  public  health  measures  and  medical 
research,  which  had  begun  to  make  the  possibility  of  longevity  universal.  We  had  begun  to 
discover  the  exponential  growth  of  large  numbers  of  people  who  would  evade  death  by 
infectious  disease  and  accident,  only  to  become  victims  of  functional  disabilities  resulting 
from  chronic  disease  in  their  advanced  years. 

Ironically;  it  was  neither  Medicare  nor  the  Older  Americans  Act,  the  two  aging  programs, 
which  was  used  to  address  this  problem  in  the  1960s.  It  was  Medicaid,  the  health  program 
designed  for  poor  families  And  the  primary  setting  for  care  was  the  nursing  home,  a 
medical  facility.  The  net  result  was  an  explosion  in  the  growth  of  the  nursing  home  industry. 

The  Aging  Network's  Entrance  into  Long  Term  Care  - 

By  1971,  the  year  of  the  second  White  House  Conference  on  Aging,  it  was  recognized  that 
something  was  amiss: 

♦  that  an  institution  a  Irzr-d  system  had  gained  center  stage, 

♦  that  fewer  than  25%  of  seniors  in  need  could  qualify  for  Medicaid, 

♦  that  a  growing  group  of  elders  struggling  to  stay  in  their  own  homes,  their 
preferred  setting  for  care,  were  not  finding  the  support  services  they  needed,  and 

♦  that  the  services  in  place  were  not  being  coordinated  to  the  advantage  of  the 
seniors  and  were  very  often  not  the  ones  the  most  vulnerable  seniors  needed. 
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With  these  concerns  in  mind,  key  figures  in  the  Nixon  Administration  and  Congressional 
leaders  met  to  devise  a  system  to  address  these  concerns.  "With  the  Medicaid  experience 
fresh  in  mind,  they  settled  on  a  system  which  would  become  the  centerpiece  in  the  1973 
Amendments  to  the  Older  Americans  Act  and  would  provide  counterbalance  to  the 
Medicaid-funded,  institutionally-focused  system. 

Where  the  Medicaid  system  was  means-tested,  the  Aging  Network  would  avoid  the  stigma 
of  means-testing. 

Where  the  Medicaid  system  was  an  entitlement  based  on  stria  eligibility,  the  Aging 
Network  would  have  universal  eligibility  with  services  based  on  demonstrated  need. 

Where  the  Medicaid  system  was  health-focused,  the  Aging  Network  would  be  capable  of 
ranging  across  both  social  support  and  health  care  services,  utilizing  a  variety  of  resources 
from  public  and  private  sources. 

And,  most  importantly,  where  the  Medicaid  system  focused  its  long  term  care  efforts 
exclusively  on  nursing  homes,  the  Aging  Network  would  focus  on  the  home.  The  mission 
of  the  new  Area  Agencies  on  Aging  (AAAs)  was  clearly  stated  in  the  Federal  Register. 
October  11,  1973: 

The  overall  objective  of  the  title  III  program  is  to  strengthen  or  to  develop 
at  the  sub-state  or  area  level  a  system  of  coordinated  and  comprehensive 
services  for  older  persons  -  services  which  will  enable  older  persons  to  live 
in  their  own  homes  or  other  places  of  residence  as  long  as  possible. 

And  the  Area  Agencies  on  Aging  were  given  a  unique  advocacy  role.  So  this  advocacy 
would  not  be  cornprornised,  their  direct  service  delivery  was  limited  to  those  services 
relating  to  adininistration  and  advocacy,  such  as  planning,  system  development,  and  access 
services. 
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The  Evolution  of  the  Role  of  Area  Agencies  on  Aging  in  Long  Term  Care 

With  the  reformulation  of  the  mission  of  the  Older  Americans  Act,  AAAs  dutifully 
undertook  needs  assessment  and  found  a  remarkable  similarity  across  the  nation  in  the 
kinds  of  seniors  in  greatest  need  and  in  the  kinds  of  services  these  seniors  needed.  Those 
needing  help  to  stay  in  their  own  homes  tended  to  be  older,  more  isolated,  poorer,  mostly 
female,  and  frequently  minority.  The  services  they  needed,  not  surprisingly,  tended  to  be 
in-home  services  and  those  keeping  the  home  manageable:  home  health  aides,  personal 
care,  homemaker,  chore  services,  minor  home  repair,  etc. 

The  shift  in  focus  drew  in  a  new  set  of  service  providers,  often  ones  with  professional  and 
specialized  expertise,  such  as  home  health  agencies,  home  maintenance  agencies,  durable 
medical  equipment  providers,  hospitals,  hospice  agencies,  and  legal  service  bureaus. 
Although  AAAs  remained  committed  to  coomunity  focal  points,  the  setting  for  care 
provision  and  coordination  was  naturally  the  home,  and  the  providers  were  professional 
agencies  with  a  non-age-specific  clientele,  agencies  that  would  not  and  could  not  operate 
appropriately  out  of  a  senior  facility. 

The  AAAs  generally  used  the  senior-specific  agencies  to  provide  transportation  services, 
public  information,  group  education  sessions,  health  promotion,  and  congregate  dining, 
leaving  the  social  and  recreational  activities  to  be  funded  locally  or  by  the  participants. 
In  some  cases  senior-specific  agencies  provided  adult  day  care  or  respite  care,  often 
competing  with  hospitals,  mental  health  centers,  and  senior  housing  facilities  for  funding 

The  AAAs  did  not  effect  the  shift  to  the  new  mission  overnight  for  they  ran  into  the 
resistance  that  all  change  agents  do.  And  in  1975  an  impatient  U.S  Senate  authorizing 
committee  persuaded  Congress  to  pass  the  Eagieton  amendments  requiring  AAAs  to  spend 
at  least  50%  of  Title  lilts  funds  on  three  priority  services:  in-home  services,  access  services, 
and  legal  services. 
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The  message  was  dear,  and  soon  AAAs  all  over  the  nation  were  delivering  home  care 
through  professional  community  agencies  and  had  become  fully  conversant  in  the  delivery 
of  home  health,  homemaker,  and  home  repair  services. 

This  new  Aging  Network  also  abandoned  the  grant  system  used  widely  for  OAA  services 
before  1973  and  adopted  a  contracting  system  combined  with  a  competitive  bidding  process. 
Many  AAAs  were  surprised  to  see  the  advantages  the  contracting  system  had  over  the 
reimbursement  system  used  by  Medicare.  For  example,  in  Southwestern  Michigan  our  AAA. 
could  secure  the  same  home  health  care  as  Medicare  could,  from  the  same  agency  using 
the  very  same  personnel  paid  the  same  wages  for  less  than  one-third  the  cost.  Today  home 
health  agencies,  using  subsidiary  corporations,  will  charge  our  AAA  less  than  S15  for  service 
Medicare  will  pay  almost  $60.  And  .our  monitoring  is  better. 

The  potential  of  the  AAAs  became  apparent  very  quickly.  In  several  progressive  states, 
adrninistrators  channelled  state  general  funds,  Tide  XX  (now  Social  Services  Block  Grant) 
funds,  and  other  monies  earmarked  for  older  persons  through  the  AAAs  to  develop  an 
integrated  service  delivery  system,  avoiding  the  problems  disjointed  systems  can  cause  for 
program  participants. 

Today,  most  AAAs  administer  funds  from  a  range  of  sources.  For  many  AAAs,  Title  HIB 
funds  are  a  very  small  part  of  their  services  budgets. 

The  AAA  contra m" rig  system  has  also  allowed  AAAs  to  macro-manage  service  delivery 
systems  locally.  For  example,  our  AAA  once  funded  just  'senior  transportation.'  Today  we 
fund  transportation  limited  to  medical  and  nutrition  trips,  specialized  transportation  to 
tertiary  medical  care  facilities  outside  the  region,  and  transportation  targeted  to  certain 
areas  where  demonstrated  needs  are  particularly  great.  We  include  clauses  in  all  our 
contracts  requiring  that  those  in  greatest  need  comprise  significant  portions  of  those  served, 
and  our  client  tracking  system,  giving  us  unduplicated  counts  for  political  jurisdictions  of  the 
region,  shows  us  if  those  areas  where  the  neediest  are  concentrated  are  being  targeted. 
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The  Deregulated  Service  System  and  the  Case  for  Case  Management 

For  the  first  five  years  after  the  Older  Americans  Act  created  the  Aging  Network,  the 
AAAs  functioned  in  a  market  fixed  and  controlled.  Certain  key  service  providing  agencies 
with  clearly  recognized  and  publicly-accepted  roles  had  developed  mutual  acceptance 
regarding  the  scope  of  their  respective  services  and  the  geographic  area  each  would  serve. 
This  assured  each  agency  of  a  monopoly  of  sorts,  whereby  each  agency  could  control  the 1 
flow  of  its  clients,  and  cross-referrals  and  exchange  of  information  could  be  reasonably 
encouraged.  Duplication  was  generally  avoided,  certainly  discouraged. 

The  Request  for  Proposal  process  was  often  used  by  AAAs  to  sort  out  pretenders  to 
community  legitimacy,  contracts 'were  used  to  facilitate  coordination,  and  advocacy  was 
persuading  agencies  to  live  up  to  their  contracts  and  their  brochures.  Funding  decisions 
were  a  result  of  efforts  to  provide  a  'continuum  of  care,'  a  range  of  services  which  would 
be  available  for  each  level  of  need  and  disability  an  older  person  might  face. 

While  agencies  frequently  fell  victim  to  the  Law  of  the  Instrument  -  that  is,  seeing  the 
clients'  needs  exclusively  through  the  services  they  could  offer,  they  still  subscribed  to  the 
Principle  of  Residual  Responsibility  —  that  is,  assuming  the  responsibility  for  all  clients 
who  needed  their  services. 

m  the  late  1970's  and  early  198Cs,  this  static  system  was  beset  by  two  powerful  forces:  the 
national  tide  of  deregulation,  and  the  implementation  of  the  Medicare  Prospective 
Reimbursement  System. 

Deregulation  created  a  competitive  market  in  human  services,  particularly  in  home  care. 
The  handful  of  quasi-franchised  agencies  were  replaced  by  a  wave  of  competing  agencies, 
which  recognized  no  designated  service  areas  and  exercised  their  commercial  right  to 
choose  what  services  to  offer  and  what  clients  to  serve  -  and  what  clients  eoI  to  serve. 
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The  Principle  of  Residual  Responsibility  gave  way  to  market  segmentation,  the  'creaming' 
of  lucrative  clients  and  the  'dumping'  of  costly  clients  which  would  render  'a  favorable  case- 
mix.'  Duplication  was  intrinsic  to  competition,  and  cross-referrals  and  agency-initiated 
coordination  diminished  markedly,  information-sharing  became  a  threat  to  agency  survival 

In  1983  the  plight  of  the  vulnerable  was  exacerbated  with  the  introduction  of  the  DRGs  in 
Medicare.  Older  patients,  whose  conditions  did  not  warrant  skilled  nursing  care,  but  who 
had  been  discharged  quickly,  were  particularly  at  risk.  And  hospitals  and  nursing  homes, 
hoping  to  take  advantage  of  the  client  flow  through  their  discharge  systems,  jumped  into 
the  home  care  business,  often  leaving  to  the  free-standing  agencies  the  less  profitable  and 
less  attractive  patients. 

It  became  obvious  that  provider  demand  had  become  the  primary  force  driving  the  market. 
The  'invisible  hand'  of  Adam  Smith's  classical  market  system  simply  didn't  work  with  third 
party  payer  systems,  and  the  chief  victims  in  this  case  were  those  vulnerable  elders  whose 
needs  in  their  efforts  to  remain  in  their  own  homes  were  too  extensive  or  too  varied  to  be 
attractive  to  competing  communiry  agencies. 

It  became  also  obvious  that  our  AAA's  macro-management  of  the  service  system  through 
contract  implementation  and  monitoring  was  not  adequate  in  our  advocacy  for  at  risk 
elders,  and  that  we  had  to  micro-manage  the  system  on  their  behalf,  beginning  with  the 
needs  of  individual  clients  and  ruining  the  resources  of  the  system  to  address  their 
individual  circumstances. 

The  mechanism  for  individual  advocacy  we  chose  was  case  management,  which  was  not 
without  precedent  in  the  Aging  Network.  Several  states  had  already  implemented  statewide 
case  management  systems  through  their  Area  Agencies  on  Aging. 

Case  management  is  very  different  from  other  hands-on  services  to  seniors.  "We  recognized 
that  it  would  give  more  dimension  and  authority  to  our  advocacy  and  would  enhance  our 
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system  planning  and  administration,  particularly  when  used  in  conjunction  with  our  client- 
tracking  system. 

i 

The  appropriateness  for  AAAs'  delivery  of  case  management  was  established  in  the  rules 
for  the  implementation  of  the  Older  Americans  Act-  The  OAA  Regulations  of  1979  cited  I 
for  appropriate  direct  delivery  by  AAAs  those  "services  directly  related  to  the  statutory 
advocacy  and  service  delivery  functions  of  the  area  agency  _  which  must  be  performed  in 
a  consistent  manner  throughout  the  agency's  jurisdiction.  These  services  are:  information 
and  referral,  outreach,  advocacy,  program  development,  coordination,  individual  needs 
assessment  and  case  management." 

These  services  were  separated  from  other  services  for  which  a  waiver  for  direct  service 
provision  by  AAAs  may  be  necessary  "to  assure  an  adequate  supply," ...  "such  as  nutrition, 
homemaker,  transportation,  and  legal  services." 

It  was,  in  fact,  the  AAAs'  service-neutrality  which  made  it  particularly  appropriate  for  our 
direct  provision.  Our  AAA's  initiative  in  individual  needs  assessment  and  case  management 
has  not  only  sol  compromised  our  advocacy  efforts,  but  it  has  been  the  kev  to  our  effort 
ji?  individual  advocacy, 

The  Region  rv  Area  Agency  on  Aging's  Experience  in  Community-Based  Long  Term  Care 

Our  AAA's  initiative  in  case  management  —  or  as  we  call  it,  care  management  -  came 
when  we  won  Michigan's  Demonstration  Case  Management  Program  through  competitive 
bidding  in  19S3.  This  modest  grant  allowed  us  to  staff  a  single  multi-disciplinary  team  -  a 
nurse  and  social  worker  -  and  some  administrative  support. 
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We  chose  to  have  a  nurse  on  the  team  because  we  knew  that  most  of  our  clients  would 
have  physical  disabilities  and  may  have  come  home  from  a  hospital  following  an  acute  care 
episode.  We  were  assured  we  had  done  the  right  thing  when  our  first  few  cases  revealed 
a  pattern  of  need  for  intensive  health  care  for  the  first  few  weeks  after  hospital  discharge, 
followed  by  an  indefinitely  extended  period  of  maintenance  care  using  primarily  non-health 
support  services. 

We  always  use  the  team  to  conduct  the  initial  comprehensive  assessment  and  care  plan,  but 
mm  the  care  over  to  one  member  of  the  team  for  followup  and  monitoring,  calling  in  the 
other  if  circumstances  demanded  it. 

We  chose  also  to  target  tightly  our  clientele  to  those  with  "multiple  and  complex  needs." 
This  not  only  concentrated  our  resources  on  those  in  greatest  need,  the  ones  often  shunted 
to  institutions  by  agencies  vigorously  pursuing  the  more  profitable  less-disabled  market,  but 
also  avoided  any  turf  problems  we  might  have  had  with  home  care  providers. 

We>  also  set  aside  some  of  our  state  service  dollars  for  purchasing  services  directly  on  a 
dient-by-client  basis,  which  would  allow  us  to  meet  those  special  needs  of  at-risk  seniors 
with  products  and  services  not  reimbursable  through  existing  sources.  We  could  buy  grab- 
rails,  ramps,  raised  toilet  seats,  etc-  those  no-recurring  purchases  few  programs  pay  for  - 
-  and  other  more  conventional  services  which  may  not  be  available  through  our  regular 
contracts.  We  established  agreements  with  all  kinds  of  conimunity  agencies,  setting  out 
available  services,  costs,  and  agency  capacity.  All  participating  agencies,  including  our 
subcontractors,  agreed  that  our  at-risk  clients  had  priority  for  service  and  that  the  level, 
frequency,  and  duration  of  services  for  Care  Management  clients  would  be  set  by  the  AAA. 
The  agencies  also  understood  that  their  delivery  of  services  would  be  regularly  monitored 
on  site,  and  poor  performance  would  result  in  their  not  being  used. 

We  learned  quickly  some  very  interesting  things.  Several  agencies,  after  seeing  the  charges 
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of  other  agencies,  asked  to  renegotiate  their  charges,  dropping  them  down  to  more 
competitive  rates.  This  had,  as  far  as  we  could  tell,  little  effect  on  the  pay  of  aides  and 
nurses  since  many  worked  for  more  than  one  agency  and  realized  little  difference  in 
remuneration. 

We  also  learned  that  agencies  which  sometimes  performed  in  cavalier  ways  for  programs 
utilizing  paper  reviews  gave  us  good  quality  services,  knowing  that  our  on-site  visits  would 
quickly  reveal  deficiencies. 

We  have  found  that,  on  balance,  our  providers  can  and  do  give  us  quality  services. 

Although  the  system  was  designed  primarily  to  address  the  issues  of  access  for  our 
vulnerable  dients,  the  quality  of  care  provided  them,  and  the  efficient  use  of  our  AAA 
dollars  (see  chart  on  CM  and  market  system),  there  was  an  interest  in  whether  or  not  our 

project  had  any  impact  of  our  clients'  care  on  their  utilization  of  other  systems. 

We  had  read  the  preliminary  results  of  research  on  the  Channelling  Demonstration  Projects, 
which  for  all  practical  purposes  we  discounted.  To  design  projects  in  one  administration  to 
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THIRD  PARTY  SUBSIDIZED  LONG  TERM  CARE 
IN  A 
MARKET  SYSTEM 


Problems 

Cost  Containment 

♦  OvcmtiKzation 

♦  Service  Upscafing 


Agencies  still  control  much 
of  rating-setting 

Some  agencies  monopolize 
market  through  control  of 
client  flow 


Quality 


Access 


Potential  for  abuse  great 

Incentive  :o  skimp  of  service 
Little  protection  against  fraud 

"Difficult"  patients  have 
trouble  getting  served 

Profitable  patients  "captured" 
Placement  often  inappropriate 


Cross-referrals  and  coordina- 
tion avoided  among  competing 
agencies 


Care  Management  Solutions 
Cost  Containment 

♦  Objective  assessment  of  client  con- 
dition and  needs;  care  designed 
and  managed  by  disinterested 
authority 

♦  Encourage  competition;  break  up 
monopolies  by  making  agency 
choices  available  to  clients 


Quality 


Case-by-case  monitoring  by 
disinterested  authority 


Access 


Pre-admission  screening 


Strong  advocacy  for  at-risk 
clients 

Regular  objective  reassessment 
of  client  condition  and  circum- 
stances 

Flexibility  in  funding  to  assure 
appropriate  placement  and  level 


Brokering  by  disinterested  party 
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'channel'  or  provide  access  and  then  to  evaluate  them  in  another  administration  for 
efficiency  seemed  quite  unproductive  to  us,  and  we  were  unpersuaded  that  we  could  not 
make  a  difference,  particularly  since  we  had  tightly  targeted  our  clientele. 


Michigan's  Office  of  Services  to  the  Aging,  our  funding  agency,  also  unpersuaded, 
contracted  with  Western  Michigan  University  to  study  the  impact  of  our  project  on  the  use 
of  medical  services  by  our  clientele.  Using  the  classical  experimental  group  and  control 
group  model,  WMU  researchers  discovered  that  data  showing  reduced  use  of  physicians, 
hospitals,  and  nursing  homes  were  statistically  significant.  (See  Attachment  A.)  We  did  not 
prove  that  our  clients  lived  longer,  which  did  not  surprise  us,  since  we  had  so  tightly 
targeted  our  clientele. 

The  results  of  this  research  intrigued  Michigan's  Medical  Services  Administration,  the  state's 
Medicaid  agency,  and  MSA  representatives  and  the  AAA  worked  out  a  pilot  project 
expanding  the  pre-admission  screening  and  care  management  to  at-risk  persons  who  are 
Medicaid  eligible  or  who  would  be  Medicaid  eligible  in  ninety  days.  Because  of  the 
difficulty  in  securing  a  waiver,  MSA  decided  to  use  state  general  funds,  giving  the  AAA 
more  flexibility,  and  agreed  then  to  pursue  a  waiver  based  on  the  AAA's  experience. 


We  agreed  that  the  AAA  would  limit  its  state  expenditures  for  home  care  to  no  more  than 
70%  of  average  nursing  home  costs  per  client  We  agreed  that  the  AAA  would  continue  to 
honor  client  preference  of  care  setting,  within  expenditure  constraints;  indeed  the 
assessment  and  care  management  would  be  voluntary.  We  agreed  to  formalize  the  tight 
targeting  by  having  all  our  clients  deemed  appropriate  for  nursing  home  care  through  the 
Michigan  Department  of  Public  Health's  process  of  setting  appropriate  nursing  home  levels 
of  care. 

The  funds  for  services,  which  was  more  than  the  total  of  our  OAA-related  funds  for  in- 
home  care,  would  all  be  used  for  direct  service  purchase,  a  provision  which  has  given  us 
considerable  leverage  in  the  market  on  behalf  of  our  clients. 
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We  agreed  also  that  we  would  make  maximum  use  of  community  and  informal  resources 
in  devising  and  implementing  care  plans,  a  practice  not  generally  used  by  the  traditional 
Medicaid  entitlement  model 

The  impact  of  these  two  complementary  projects  on  access  has  been,  in  our  opinion, 
profound 

We  have  earned  the  respect  of,  and  have  developed  solid  linkages  with,  the  acute  care 
system.  Our  referrals  come  primarily  from  hospitals,  physicians,  clients  and  their  families, 
and  the  Department  of  Social  Services.  Physicians,  often  as  bewildered  as  their  patients 
about  the  human  services  marketplace,  are  anxious  to  find  an  agency  which  can  lay  out  all 
the  options  for  their  patients.  Our  practice  of  sharing  care  plans  with  physicians  has  been 
reassuring  to  them. 

We  have  become  effective  advocates  for  clients  who  would  have  no  way  of  finding  their  way 
through  the  Medicaid  system  We  assist  them  in  filling  out  applications  and,  with  our  solid 
understanding  0f  eligibility  requirements  and  our  access  to  key  persons  in  the  system, 
negotiate  the  bureaucracy  on  their  behalf. 

And  because  of  our  commitment  to  targeting,  part  of  the  driving  force  of  AAAs,  we  have 
served  minority  persons  at  a  percentage  three  times  greater  than  their  percentage  in  nursing 
homes. 

Our  impact  on  cost  has  been  equally  profound. 

While  every  client  we  have  served  has  been  pronounced  appropriate  for  nursing  home 
admission,  we  have  diverted  over  80%  to  alternative  settings,  almost  all  to  their  homes. 
And  although  we  cannot  prove  beyond  a  doubt  cause  and  effect,  we  consistently  enjoy  the 
lowest  nursing  home  occupancy  rate  relative  to  the  Michigan  Department  of  Public  Health's 
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1995  bed  methodology.  (See  Attachment  B.)  The  impact  on  nursing  home  occupancy  is  even 
more  favorable  in  the  light  of  a  study  by  the  Michigan  Hospital  Association  which  showed 
that  hospital  discharge  planners  trying  to  find  nursing  home  beds  had  the  kssi  difficulty  in 
our  area,  the  most  underbedded  region  in  Michigan. 

And  our  costs  are  extremely  low.  In  our  three  years  of  operation,  our  costs  have  never 
come  dose  to  the  70%  of  nursing  home  costs  ceiling.  Our  costs  for  services  have 
consistently  ranged  between  30-40%  of  nursing  home  costs. 

The  Future  of  the  Aging  Network  in  Long  Term  Care 

We  are  currendy  in  the  process  of  helping  our  Medical  Services  Administration  secure  a 
waiver  to  continue  our  project  beyond  the  third  year.  It  is  interesting  that  the  Health  Care 
Financing  Administration  has  difficulty  seeing  any  system  beyond  the  centralized,  paper 
review  system  Medicaid  and  Medicare  have  traditionally  used. 

It  is  not  surprising,  then,  that  policymakers  are  anxious  about  opening  up  home  care,  for 
these  traditional  systems  have  no  adequate  mechanism  to  address  quality  assurance,  access 
to  appropriate  care,  and  reasonable  cost.  It  win  require  a  client-focused,  service-neutral 
case-managed  system,  with  the  case  managers  given  the  authority  for  a  large  share  of  the 
service  funds  -  like  the  system  we  have  devised  and  are  using. 

In  1983  the  National  Association  of  Area  Agencies  on  Aging  published  its  first  Policy 
Statement  on  Long  Term  Care,  showing  how  AAAs  can  integrate  long  term  care  funding 
streams  through  a  AAA  case-managed  system.  Since  then,  state  after  state  has  decided  to 
use  its  Aging  Network  to  rationalize  its  fragmented  king  term  care  structures.  In  fact,  over 
50%  of  all  AAAs  are  currently  involved  in  the  provision  of  case  management,  and  there  is 
no  reason  to  believe  that  the  Aging  Network  could  be  capable  of  handling  all  community- 
based   home  care,  regardless  of  funding  source,  within  a  year.  What  we  have  done  in 
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Southwestern  Michigan  can  be  replicated  in  practically  every  AAA  in  the  nation. 


In  the  private  insurance  field  there  is  further  potential.  In  some  states  -  Washington, 
Indiana,  New  York,  to  name  a  few  -  State  and  Area  Agencies  on  Aging,  recognizing  that 
the  future  in  long  term  care  may  indeed  have  a  significant  role  for  the  private  insurance 
industry,  and  recognizing  that  private  insurers  need  a  similar  case  management  mechanism 
to  serve  its  clients,  have  worked  out  public/  private  partnerships  to  make  available  to  its 
citizens  private  long  term  care  insurance.  Similarly,  on  a  national  level,  many  AAAs  have 
joined  national  case  management  networks,  such  as  the  Family  Caring  Network,  which  can 
facilitate  the  availability  of  private  long  term  care  insurance  on  a  national  scale. 

Is  there  any  heretofore  untried  potential  for  the  Aging  Network?  Very  possibly. 

A  client-centered  system  need  not  be  restricted  by  setting  A  case-managed  client  could 
move  from  setting  to  setting  -  from  home  to  adult  foster  care  home  to  nursing  home  and 
back  to  home  -  without  a  disruption  in  reimbursement  or  new  eligibility  requirements.  This 
system  could  accommodate  the  disparity  in  individual  care  needs  faced  by  nursing  homes, 
and  avoid  the  institutional  'capturing'  of  at-risk  older  persons.  This  may  seem  a  very  remote 
possibility,  given  the  current  state  of  affairs,  but  the  fact  that  this  system  could  realistically 
be  implemented  through  the  Aging  Network  underscores  the  Network's  enormous  potential. 

While  Medicare  and  Medicaid  have  the  great  share  of  the  funds  for'  a  public  Long  Term 
Care  system,  the  Older  Americans  Act  has  the  system  —  the  only  extant  system  -  for 
implementing  it.  In  short,  if  poh'cymakers  were  to  choose  not  to  use  the  Aging  Network  to 
implement  a  national  Long  Term  Care  system,  they  will  be  forced  to  create  one  like  it. 
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RECOMMENDATIONS 
FOR  THE 

REAUTHORIZATION  OF  THE  OLDER  AMERICANS  ACT 

Recommendation  1  -  a)  Area  Agencies  on  Aging  should  be  given  the  option  to  provide 
directly  those  services  related  to  their  statutory  advocacy  and  administrative  functions: 
information  and  referral,  outreach,  advocacy,  program  development,  coordination, 
individual  needs  assessment,  and  case  management,  b)  Area  Agencies  on  Aging  should  be 
given  the  option  to  provide  other  services  directly  if,  in  the  view  of  its  State  Unit  on  Aging, 
the  AAA  can  provide  the  service  substantially  more  effectively  and  efficiently  than  any  other 
service  provider,  c)  An  Area  Agency  on  Aging  may  plan,  coordinate,  and  provide  services 
funded  through  other  sources  if  it  continues  to  meet  all  its  Area  Agency  responsibilities 
under  the  Older  Americans  Act. 

In  the  early  years  of  the  Aging  Network,  issues  regarding  the  respective  authority  and 
responsibilities  of  the  State  Unit  and  Area  Agency  on  Aging  were  clarified  in  the 
regulations  for  the  Older  Americans  Act.  They  provided  the  direction  for  the  relationships 
that  launched  the  OAA  in  its  successful  course.  In  the  past  decade  the  more  recent 
generalized  regulations  have  left  in  several  instances  insufficient  direction  and  clarity 
relative  to  the  authority  of  AAAs  in  the  development  of  locally-based  systems  of  services, 
despite  the  administration's  assurance  that  precedent  and  practice  had  made  these 
provisions  in  the  regulations  unnecessary. 

Some  progressive  states  had  no  difficulty  recognizing  that  groups  of  services  had  different 
characters  and  purposes,  and  that  the  direct  provision  of  some  kinds  indeed  enhanced  the 
AAAs'  capacity  for  advocacy  and  for  the  fulfillment  of  their  mission;  in  other  states,  more 
rigid  interpretations,  ignoring  the  precedents  in  the  early  regulations  and  practices  in  other 
states,  have  caused  hesitancy  by  states,  frustration  in  AAAs,  and  occasional  hostility  between 
them. 
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Enacting  the  above  recommendations  would  simply  reaffirm  what  was  once  quite  clear  in 
the  regulations. 

Recommendation  2  -  a)  We  recommend  that  the  definition  of  in-home  services  in  Title  ITCD 
and  as  a  priority  area  in  Title  IIIB  be  expanded  to  include  aJi  services  in  the  home  directly 
relating  to  the  support  of  a  frail  older  person  needing  assistance,  excepting  structural 
repairs  to  the  home,  b)  We  further  recommend  that  the  Act  give  explicit  authority  to  AAAs 
to  use  a  portion  of  Title  IIIB  and  Title  HID  funds  to  purchase  directly  through  case 
management  on  a  client-by-client  basis  in-home  and  community  services  necessary  to  assist 
at-risk  older  persons  to  live  in  their  own  homes. 

Currently,  the  restrictions  on  Title  TUB  priority  and  Title  HID  services  prohibit  their  use 

for  critical  needs.  Often  an  older  person  needs  not  just  a  hands-on  service  but  rather  a 

minor  home  repair;  or  a  home  adaptation,  such  as  grab  rails  or  a  ramp  or  tackcd-down 

rugs;  or  an  environmental  aids,  such  as  special  eating  utensils  or  a  reach  extender;  or  an 

electronic  alert  device  -  none  of  which  satisfy  priority  requirements.  The  Medicaid  agency- 
funded  pre-admission  screening  program  we  operate  gives  us  wide  flexibility,  allowing  us 

to  purchase  directly  whatever  it  takes  to  support  a  frail,  vulnerable  person  in  the  home. 
This  flexibility  has  been  extremely  valuable,  for  we  can  respond  directly  to  client  need, 
instead  of  depending  solely  on  the  more  cumbersome  contracting  system  which  leaves  some 
critical  gaps  in  services- 
Recommendation  3  -  We  recommend  that  the  staffing  levels  of  the  Ao^ministration  on  Aging 
be  restored,  the  discretionary  resources  for  the  Commissioner's  use  in  coordination  among 
Federal  agencies  be  made  available,  and  the  Commissioner's  authority  for  interagency 
personnel  placement  by  expanded. 

Coordination  activities,  including  those  regarding  housing,  are  mandated  throughout  the 
Older  Americans  Act.  The  Administration  on  Aging,  State  Units  on  Aging,  and  Area 
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Agencies  on  Aging  are  directed  to  develop  networks  of  comprehensive,  coordinated  systems 
of  services.  While  long  on  the  commitment  to  coordination,  the  Act  is  short  on  means  to 
achieve  that  coordination. 

The  Administration  on  Aging,  Hke  state  and  Area  Agencies  on  Aging,  is  a  change  agent, 
and  subject  to  all  the  slings  and  arrows  attendant  to  effecting  change.  Absent  the  authority 
to  deflect  those  slings  and  arrows  or  the  resources  to  exercise  that  authority,  AoA  can  have 
little  hope  of  having  a  significant  impact  on  agencies  outside  the  formal  Aging  Network. 
And  experience  in  some  state  systems  suggest  that  the  absence  of  power  to  effect  horizontal 
change  often  results  in  stultifying  vertical  change,  refining  and  re-refining  procedures, 

standardizing  service  patterns,  and  generally  imposing  control  and  rigidity,  which  makes 

meaningful  change  even  more  difficult 

If  the  Aging  Network  is  to  have  a  national  focus  on  this  critical  issue  of  Long  Term 
Care,  if  we  expect  to  have  a  significant  impact  on  Medicaid  and  Medicare,  on  housing,  on 
transit  systems,  etc.,  if  we  expect  to  have  the  enormous  potential  of  the  Aging  Network 
recognized  on  the  Federal  scene  as  a  key  player  in  Long  Term  Care,  then  AoA  must  be 
revitalized. 

The  Commissioner  has  some  stated  authority: "_  the  Commissioner  may  utilize  the  services 
and  facilities  of  any  agency  of  the  Federal  government  and  of  any  other  public  or  nonprofit 
agency  or  organization,  in  accordance  with  agreements  between  the  Commissioner  and  the 

head  thereof,  and  is  authorized  to  pay  therefore,  "  But  it  may  be  more  efficacious  to  give 

the  Commissioner  authority  to  place  AoA  staff  in  other  Federal  agencies  to  influence 
directly  the  development  of  policy,  procedures,  and  programs,  and  to  provide  the  resources 
to  make  it  possible. 

Recommendation  <C-  We  recommend  that  the  Older  Americans  Act  be  amended  to  include 
a  major  initiative  on  the  planning  of  local  comprehensive  systems  of  senior  housing,  both 
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publicly  and  privately  funded,  developed  by  the  AAAs  and  coordinated  with  the  Aging 
Network's  supportive  services,  and  that  the  initiative  be  adequately  funded. 

The  primary  mission  of  the  Older  Americans  Act  centers  on  the  borne.  Yet  the  Act  makes 
only  fleeting  reference  to  housing,  which  is  a  major  element  in  local  systems  of  services  to 

the  aging.  AAAs  have  become  acutely  aware  of  how  the  lack  of  affordable  housing  can 

frustrate  the  intent  of  the  Act,  for  in-home  services  simply  cannot  meet  a  dicnt's  needs  if 

the  client's  home  itself  is  unmanageable  or  unlivable. 

The  current  system  for  providing  housing  for  seniors  evades  any  kind  of  comprehensive 
planning,  for  the  system  is  fundamentally  reactive  and  market-driven,  often  leaving  those 
elders  most  desperate  without  housing  options. 

Recommendation  5  -  We  recommend  that  the  authorization  levels  for  the  very  important 
Title  HID  be  doubled,  and  that  Titles  III  B,  C,  and  D  of  the  Act  be  funded  to  authorized 
levels. 

Although  the  increases  in  Titles  B  and  C,  and  the  enactment  of  Title  D  have  relieved  the 
long  drought  in  funding  increases,  the  levels  have  over  the  past  decade  remained  static;  yet 
the  needs  have  grown  exponentially.  While  many  state  and  Area  Agencies  on  Aging  have 
developed  the  essential  structures  and  systems  to  address  the  needs  of  older  persons 
struggling  to  live  independently,  researchers  and  observers  of  the  Aging  Network,  who  often 
speak  highly  of  the  prescience  and  creativity  of  the  Network,  and  who  praise  the  goals  of 
the  Act,  tend  to  treat  lightly  the  key  roles  the  Network  can  play  in  the  emerging  Long  Term 
Care  systems,  primarily  because  of  the  woefully  low  OAA  funding  levels.  At  the  same  time, 
Medicare  and  Medicaid,  whose  funding  dwarfs  OAA  funding,  are  locked  into  their 
respective  medical  and  institutional  roles. 

If  the  local  flexibility  inherent  in  the  Act  were  restored  and  if  funding  levels  for  Title  HI 
were  increased  with  growing  need,  the  state  and  Area  Agencies  on  Aging  could  make  a 
powerful  and  immediate  impact  on  the  emergence  of  c»mmunity-based  Long  Term  Care 
systems,  the  natural  fulfillment  of  the  Older  Americans  Act. 
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executive  Summary 

INTERIM  EVALUATION  REPORT  OF  CASE  MANAGEMENT:     REGION   IV  AAA 
January,   1 985 


The  study  of  case  management   In  the  Region  IV  AAA  conducted  by  Western  Michigan 
University  demonstrates  clearly  that  case  management  has  a  significant  impact 
on  selected  variables  pertaining  to  (1)  Health  Care  Utilization  (2)  Security 
and  Daily  Care  (3)   Financial   Concerns  and  CO   Basic  Equipment  Use.  Statistically 
significant  beneficial  differences  for  those  high  risk  elderly  receiving  case 
management .   in  comparison  to  those  receiving  services  normally  provided  in  the 
community,  are  evident   in  seven  of  the  twenty  variables  measured   in  this  grouping. 
"(See  attached  graphs) 

Of  particular  interest  in  the  Health  Utilization  section  is  the  finding  that  case 
management  clients  utilized  all  health  services  with  less  frequency  during  the 
project  year  than  did  the  control   group.     For  case  management  clients   this  meant 
approximately: 

255  fewer   in-patient  hospital  admissions 

25X  fewer  out-patient  doctor  visits    (for  other  than  regular 

check-ups) 
13?   fewer  emergency  room  visits 
12*  fewer  nursing  home  pi  accents 

61  fewer  foster  care  placements 

h%  fewer  medications  used 

All  of  these  factors  represent  a'  cos;-savi ngs  for  the  group  receiving  case  nvanar  ..- 
ment.     The  two  statistically  signfican;   factors,   reduced  hospital  and  nursing  home 
admissions,    indicate  a  90*  assurance  that  our  findings  can  be  generalized  to  the 
target  population.     The  remaining  factors,  while  they  are  not  genera  1 i zable  to 
the  larger  population  at   this  time,  mighc  prove  so  with  a  larger  sample.     Five  of 
the  fourteen  remaining  variables  measured  in  this  grouping  were  also  statistically 
significant.     These  are  noted  by  the  asterisk  on  the  attached  graph. 

It   is  also   important   to  note  that   the   research  design   looked  only  at   the  nursing 
home  admissions  and  not  discharges.     Sixty  percent    (60%)  of  nursing  home  residents 
receiving  case  management  during  the  Study  year  returned  home  with  supportive 
services-     This   is  certainly  a  positive  outcome  and  a  potential   cost  savings 
factor. 

Researchers  continue  to  locate  and   interview  subjects  from  the  treatment  and  con- 
trol  group  in  an  attempt  to  increase  the  sample  size  and  improve  the  data  base. 
These  responses  will   be  included   in  the  final   research  report  along  with  analysis 
of  responses  from  T-3  interviews  which  provide  data  at  eighteen  months  after  in- 
take. 

Finally,   the  proposed  cost  analysis  could  not  be  completed  due  to  unavailability  of 
health  care  cost  data.     The  researchers  are  currently  developing  proxy  measures  to 
complete  a  cost  analysis.  r 

( 
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AREA  AGENCIES 
ON  AGING 

THE  COMMUNITY  CARS  CONNECTION 

THE  ESSENTIAL  LINK  IN  CLIENT— CENTERED 
CQMMTJNITY— BASED  LONG  TERM  CARE  SYSTEMS 
July  1989 


There  is  a  pressing  need  for  the  development  of  a  comprehensive  long  term 
care  system  in  our  nation.  Regardless  of  the  immediate  fiscal  constraints  on 
the  Federal  budget,  public  consciousness  about  the  issue  has  risen  dramatically 
and  the  substantial  growth  in  the  numbers  of  persons  of  advanced  age  has  given 
high  visibility  to  an  issue  which  cannot^to  be  ignored. 

The  Area  Agencies  on  Aging,  fulfilling  their  mandate  to  develop  local 
comprehensive,  coordinated  systems  of  home  support  services,  have  fifteen  years' 
experience  in  addressing  the  very  problems  policy  makers  are  currently  wrest'  ing 
with  in  attempting  to  devise  a  workable  long  term  care  program.  Area  Ager.^iea 
on  Aging  have  established  care  coordination  units  to  prescribe  and  monitor 
services  according  to  client  need.  These  care  coordination  units  enforce 
contracts  for  home  health  and  support  services  to  assure  that  standards  for 
appropriate  access,  quality  of  care,  and  reasonable  costs  are  met,  and  provide 
for  the  integration  of  those  services  on  behalf  of  at-risk  clients.  Area 
Agencies  on  Aging  in  over  half  the  states  in  the  nation  have  solid  care 
coordination  systems  and  additional  states  are  in  the  process  of  developing  them. 

These  Area  Agency  on  Aging  coordinating  units  provide  the  local  link  that 
will  allow  the  implementation  of  a  Medicare  or  Medicaid  comprehensive  long  term 
care  program.  The  Area  Agencies  on  Aging  care  coordination  system  is  the  oldest, 
most  experienced,  most  extensive  community-based  long  term  care  coordinating 
structure  existing  in  the  nation.  With  their  solid  individual  care  and 
community-wide  coordination  systems.  Area  Agencies  on  Aging  are  fully  capable 
of  meeting  the  principles  upon  which  an  effective  long  term  care  system  must  be 
based. 

This  paper  is  divided  into  three  sections.  One  section  reviews  the 
conceptual  difficulties  in  utilizing  the  existing  Medicare  and  Medicaid  systems 
in  providing  community-based  long  term  care  to  older  persons.  The  second  section 
discusses  the  role  of  the  Older  Americans  Act  and  Area  Agencies  on  Aging  In 
effectively  providing  community-based  long  term  care.  The  final  section  presents 
several  basic  principles  for  long  term  care  legislation. 


Conceptual  'Problems  for  Bxistinq  Medicare  and  Medicaid  Systems 
in  Providing  CDnmnnitv— Baaed  Long  'Term  Care 

It  is  becoming  apparent  that  in  the  near  future  Federal  policy  makers  will 
establish  a  national  long  term  care  policy  and  program,  very  likely  as  part  of 
the  Medicare  or  Medicaid  program. 

In  response  to  increased  public  interest  and  demand,  Congressional  leaders 
have  introduced  a  flurry  of  bills,  almost  all  emphasizing  community-based  long 
term  heme  care,  the  overwhelming  preference  of  <*i  t^^I  ed  persons  and  their 
families.  The  bills  reflect  the  fear  of  policy  makers  that,  although  the  demand 
for  home  care  is  growing,  the  delivery  of  home  care  may  net  be  satisfactorily 
managed  and  utilization  and  costs  may  spiral  out  of  control.  This  fear  is 
mirrored  in  the  hesitancy  of  the  private  insurance  industry  to  launch  into  long 
term  care  much  beyond  institutional  care  and  the  usual  limited  indemnity 
policies . 
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Public  initiatives  tend  ;o  build  on  federally-operated  Medicare,  an  acute 
medical  care  system,  or  on  Medicaid 'a  state-operated  extended  care  system,  a 
primarily  institutionally-based  systea.  The  massive  reimbursement  machinery  in 
each  of  these  systems  makes  available  proven  financial  -vehicles  to  facilitate 
the  funding  of  a  community-based  long  term  care  system.  However,  there  are  deep 
fundamental  differences  between  long  term  home  care  and  the  care  provided  by  the 
Medicare  and  Medicaid  systems,  and  to  extend  their  structures  for  service 
delivery  to  home  care  would  leave  unaddresaed  any  effective  measures  to  assure 
appropriate  access  to  clients,  reasonable  cost  to  payers,  and  quality  control 
of  services. 


Long  Term  Care  Differs  ?rotn  Acute  Care 

Long  term  care  is  concerned  not  with  cures  of  disease,  but  with 
consequences  of  disease  and  disability.  While  a  long  term  care  client  may  have 
drug  regimen  and  therapy  for  an  illness,  long  term  care  focuses  on  providing 
support  for  those  who  are  seriously  disabled  and  unable  to  perform  such 
activities  of  daily  living  (ADLs )  as  getting  in  and  out  of  a  bed  or  chair, 
bathing,  dressing,  using  the  toilet,  walking,  or  eating,  and  the  instrumental 
activities  of  daily  living  (IADLs),  such  as  preparing  meals,  grocery  shopping, 
doing  laundry,  or  performing  housekeeping  chores. 

A   medical    episode    encompasses    a    diagnosis    of    a   disease   or  physical 
condition  and  a  treatment  designed  to  correct  the  problem  and  restore  Jthe  patient  • 
to  health.     It  lends  itself  to  a  generalised  predictability  of  the  expenditure 
of   resources,    such  as   that   embodied   in  Medicare's  prospective  reimbursement 
system,   and  to  the  documentation  of  patient  condition. 

Long  term  care,  on  the  other  hand,  deals  not  with  diagnoses  reflected  in 
measurable  and  observable  symptoms  which  can  be  readily  charted  for  review,  but 
with  the  infinite  combinations  of  physical  strength  and  abilities,  mental 
stability,  motility,  tolerance  for  pain,  cognition,  sensory  acuity,  and  emotional 
strength,  as  well  as  the  safety  /and  security  of  the  care  setting,  and  the 
amily's  willingness  to  help.  These  are  factors  which  would  confound  the  paper 
utilization  review  efforts  used  in  acute  care. 

Long  Term  Heme  Care  riffers   rrcrr.  Lor.e  Terra  Institutional  Care 

The  great  majority  cf  funds  for  all  types  of  long  tern  care  is  for  room 
and  board.  Nursing  homes,  by  providing  shelter  under  one  roof,  consolidating  meal 
preparation  and  laundry,  and  by  standardizing  the  care  regimen,  can  cut  costs 
for  twenty— four  hour  care.  But  if  a  client  does  not  need  the  continuous  intensive 
care  of  the  nursing  home  and  if  the  private  resources  of  the  client  and  public 
funds  are  used  judiciously,  hoce  care  can  save  public . dollars .  With  hece  care, 
the  client '3  own  residence  provides  the  shelter,  the  client  may  be  helped  or 
trained'  perform  activities  of  daily  living,  and  family  caregiving  may  provide 
help  to  complement  the  client's  own  resources.  This  type  of  caregiving  is  often 
lost  in  the  institutional  setting.  Community  agencies  may  provide  formal  services 
when  the  client  and  family  caregivers  are  unable  to  perform  them,  often  at  much 
les3  expense  than  institutional  care  -jouid  require. 

The  standardization  of  nursing  heme  care,  which  provides  some  cost  cutting, 
tends  to  override  the  dissimilar  conditions  and  disabilities  of  residents, 
promoting  their  passivity  and  dependence.  The  isolation  of  institutional  care 
can  provide  the  potential  for  abuse  and  neglect  which  have  plagued  the 
reputations  of  nursing  hemes  for  years.  Heme  care,  on  the  other  hand,  affords 
greater  individual  tailoring  of  care,  and  by  involving  the  family  and  informal 
supports  in  the  caregiving  responsibilities,  can  increase  the  opportunity  for 
monitoring  of  client  needs. 

But  heme  care  can  also  be  abused.  acme  health  care  agencies  are  funded 
primarily  through  third  party  payer  systems,  as  are  nursing  hemes.  However,  home 
health  care  agencies  are  reimbursed  on  a  f ee-f or-service  basis  rather  than  a  per 
diem  basis  and  can  often  times  profit  from  a  unilateral  increase  in  the  frequency 
and  duration  of  services  to  a  client.  Further,  unless  care  is  monitored  by  asst 
family  and/or  a  case  manager  from  an  agency  not  vested  in  service  delivery, 
neglect  *nd/or  abuse  can  occur.  The  types  of  surveys  and  evaluation  systsms 
currently  used  to  monitor  nursing  homes  would  not  be  effective  or  appropriate 
for  in-home  rare  when  living  environments  are  enormously  varied  and  widely 
dispersed. 

The  efficiency  and  effectiveness  of  heme  care  can  be  assured  through  a 
system  which  can  provide  both  client  advocacy  and  the  prudent  expenditure  of 
resources.  It  is  in  the  national  network  of  Area  Agencies  on  Aging  that  such 
a  system  can  be  found. 
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The  Mission  of  the  Older  Americana  Act  in  Community-Baaed  Long  Term  Care 

Area  Agencies  on  Aging  were  created  by  the  1973  amendments  to  the  older 
Americans  Act  and  charged  with  the  responsibility  to  "strengthen  or  develop  at 
the  substate  or  area  level  a  system  of  comprehensive,  and  coordinated  services 
for  older  persons  —  services  which  will  enable  older  persons  to  live  in  rtwir 
bosses  or  other  places  of  residence  as  long  as  possible. "  This  was  the  first 
Federal  venture  into  community— based  long  term  care. 

The  Area  Agencies  on  Aging/  for  the  most  part  non-service-providing 
agencies,  contract  with  local  community  agencies  for  the  delivery  of  services 
to  older  persona-  This  contract  process  insures  effectiveness  and  efficiency 
through  competitive  bidding  and  contract  enforcement. 

In  the  early  1980  'a,  when  health  and  human  service  systems  were 
deregulated,  service  agencies  proliferated  and  competition  among  them  grew 
heated.  It  became  apparent  to  Area  Agencies  that  providers  with  conflicting 
purposes  were  becoming  resistant  to  coordination,  neither  working  together  with 
clients  nor  sharing  information  about  clients.  The  market  system  allowed 
providers  to  abandon  their  responsibility  to  unprofitable  or  dif f icult-to-eerve 
elders,  and  appreciably  raised  the  potential  for  abuse  and  neglect.  Over  time, 
the  Area  Agencies  tightened  their  performance  standards,  targeted  their  services, 
and  stepped  up  their  monitoring,  but  it  was  obvious  to  Area  Agencies  on  Aging 
that  to  fund  the  service  system  through  performance-based  contracts  with  select 
providers  was  not  enough,  that  to  serve  the  at-risk  client  required  a 
coordination  effort  beginning  with  the  individual  client's  needs  and  drawing  in 
the  appropriate  services  as  those  needs  dictated.  In  response  to  the  changes 
taking  place  in  the  service  provider  market  system,  Area  Agencies  moved  into  care 
coordination,  (case/care  management,  as  it  is  also  called)  not  because  it  was 
mandated,  but  because  it  afforded  them  the  opportunity  to  administer  their  funds 
and  pool  other  resources  in  the  best  interests  of  vulnerable  older  persons,  thua 
assuring  appropriate  access  to  quality  services  with  rna y i tntim  efficiency. 

<"*— e  Coordination  Assures  "Access  To  Arorooriate  Services 

The  Area  Agency  on  Aging  care  coordinator  can  act  as  a  gatekeeper, 
identifying  at-risk  clients  who  could  avoid  unnecessary  institutional  care  by 
creating  a  home  environment  that  the  client  can  manage.  The  care  coordinator, 
in  consultation  with  the  client  and  their  family,  designs  a  plan  and  aanages  the 
coordination  of  services  from  several  agencies,  and  orchestrates  the  delivery 
of  care.  The  care  coordinator  can  also  help  with  nursing  home  placement  for  those 
clients  who  require  that  level  of  care. 

Care  Coordination  Assures  Quality  Care 

The  care  coordinator  3hould  be  a  client -crier.tec  ocnitor  of  the  services 
prescribed  in  the  care  plans.  With  cn-site  visits,  the  care  coordinator 
determines  whether  the  tasks  have  been  accomplished  proficiently,  what  their 
impact  has  been,  and  whether  there  should  be  changes  in  care  plans.  On-site 
observations  of  the  care  plan  implementation  reveal  first  hand  incidents  of 
client  neglect  or  abuse. 

Care  Coordination  Contains  Costs 


The  care  coordinator,  as  a  f under  or  an  authorizer  of  services,  can  prevent 
the  up  scaling  and  over-utilization  of  services.  As  observers  of  the  acute  care 
industry  axe  aware,  when  providers  may  at  their  discretion  treat  illness  without 
regard  to  cost  on  a  fee- for- service  basis,  patients  tend  to  receive  an  amount 
and  a  level  of  care  far  beyond  what  is  necessary  for  quality  treatment  This 
can  be  an  equally  disturbing  problem  in  community-based  long  term  care.  For 
example,  a  provider  may  try  to  justify  home  health  care  when  less  expensive 
homemaker  service  would  be  more  appropriate,  attend  to  the  client  four  days  a 
week  when  three. days  would  do  as  well,  or  continue  the  service  weeks  after  it 
i3  no  longer  needed.  The  care  coordinator,  without  a  vested  interest  in 
inflating  services,  but  instead  with  a  commitment  to  assure  greatest  impact  of 
resources,  can  prevent  imprudent  service  delivery  by  author i ring  appropriate 
levels,  frequencies,  and  durations  of  service  based  on  observable  client  need. 
In  addition f  the  care  coordinator  can  work  for  the  judicious  use  of  other 
resources,  including  willing  and  able  informal  caregivers  -  family  members  and 
friends  -  whose  efforts  can  reduce  public  costs. 


The  Area  Agencies  on  Aging  Are  The  Established  Vehicles 

for  Implementation  of  Local  Comprehensive  Long  Term  Care  SgtgM 

An  Area  Agency  on  Aging  is  able  to  provide  services  far  beyond  the  limited 
scope  of  those  reimbursed  by  Medicare,  including  personal  care,  homemaker,  chore 
services,  home  delivered  meals,  minor  home  repair  and  alteration,  electronic 
monitors,  transportation,  social  support  services,  as  well  as  health  care    an 
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array  of  services  which  would  completely  confound  the  Medicare  system  aa  it  is 
currently  administered.  This  flexibility,  as  Area  Agencies  on  Aging  have 
learned,  is  absolutely  essential  to  an  effective  community-based  long  tern  care 
system  and  requires  a  strong  local  care  coordination  structure  to  make  it 
efficient  and  effective. 

Sooe  proposed  long  tera  care  legislation  has  included  care  coordination 
(or  case  management)  as  an  important  access  service  to  be  added  to  facilitate 
in-home  care  and  monitored  through  the  esrablished  Medicare  evaluation  system 
as  hooe  care  would  be.  Care  coordination  is,  more  accurately,  an  administrative 
function  separate  from  in-home  services,  integral  to  lo;al  reimbursement  and 
qualify  control  procedures,  and  capable  of  ranging  across  a  variety  of  settings 
(including  institutional  ones).  Because  of  the  fiscal  and  monitoring  authority 
of  care  coordinators,  there  exists  between  them  and  providers  an  unavoidable  and 
necessary  tension  essential  to  good  service  delivery.  If  incentives  and  roles 
of  care  coordinators  and  service  providers  are  designed  similarly  in 
legislation,  and  the  existing  paper  review  mechanism  is  used  for  cost 
containment  and  quality  control,  the  structure  will  invariably  founder.  Care 
coordination  is  different  from  services  in  the  continuum  of  care.  It  is  the 
local  linchpin  for  commnnity-based  long  tera  care  systems. 

Area  Agencies  on  Aging,  in  keeping  with  the  intent  of  the  Older  Americans 
Act  have  developed  care  coordination  to  give  shape  and  direction  to  local  long 
term  care  in  over  half  of  the  states.  Increasingly,  state  Medicaid  agencies 
have  used  the  Area  Agencies  on  Aging's  care  coordination  for  Medicaid  home  care 
ua^er  programs,  and  Area  Agencies  on  Aging  have  been  able  to  integrate  the 
Older  Americans  Act  and  Medicaid  systems. 

Regardless  of  the  mechanism  Federal  policy  makers  will  use  to  administer 
a  national  long  term  care  service  system.  Medicare  or  Medicaid,  any  effective 
system  will  have  a  local  care  coordination  component.  Area  Agency  on  Aging  care 
coordination  efforts  on  behalf  of  individual  older  persons  parallel,  complement, 
and  enhance  the  Area  Agency  on  Aging's  community— wide  coordination  efforts 
through  planning,  contracting,  agency  conferencing,  and  general  advocacy.  It 
-;uid  seem  altogether  fitting  that  the  Area  Agencies  on  Aging,  with  by  far  the 
largest  extant  system  experienced  in  coordinating  heme  care,  bo~h  on  the 
individual  and  community  levels,  be  the  Federal  vehicle  through  which  a  national 
comprenensive  long  term  care  system  is  operated. 

To  create  another  system  to  perform  what  the  Aging  Network  is  fully 
capable  of  doing,  rather  than  adopt  the  existing  Area  Agency  Network,  would  not 
only  be  wasteful,  but  would  also  isolate  the  programs  of  the  Older  Americans  Act 
from  the  long  term  care  system  of  which  the  Act  instructs  them  to  be  a  part  and 
]ecpirii:e  the  substantial  state  and  local  funding  Area  Agencies  on  Aging  have 
drawn  into  their  local  systems  of  services. 

Priaci^lea  For  Long  Tera  Care  Legislation 

Whether  the   emerging  long  term  care  system  is  to  be  directed  from  the 
Federal    or    from   the    state    level    is    beyond   the   scope   of   this    paper,  but 
regardless,    to   assure  that  the   system  will  be   in   line  with  our  fundamental 
social   values    and   will    facilitate  public   understanding   and   utilization,  it 
should  rest  on  sound  principles: 

1-  The  avatem  should  be  client -centered,  and  managed  by  a  non-biased  care 
coordinating  agency.  '       '  "  "  

All  too  often  specific  reimbursement  systems  limit  service  delive-y 
systems  to  a  narrow  range  of  services,  such  as  health  services,  or  to 'a 
particular  set  of  providers,  such  as  licensed  medical  agencies,  or  to  a  specific 
setting,  such  as  nursing  homes.  The  net  effect  is  to  force  at-risk  persons  with 
a  wide  variety  of  conditions  and  disabilities  into  a  narrowly  focused  regimen 
which  will  frequently  give  inadequate  support  or  will  demand  such  restriction 
that  a  client's  independence  and  dignity  are  sacrificed. 

A  non-service-providing  care  coordinating  agent  with  flexible  fiscal 
authority  can  tap  into  the  broad  range  of  services  available  through  diverse 
providers  to  tailor  care  to  a  client's  demonstrated  need.  Health  care,  social 
support,  and  environmental  support  can  be  purchased  as  needed  on  the  client's 
behalf.  The  care-coordinating  agent  should  also  manage  the  client's  care  in  the 
hooe,  the  nursing  heme,  eider  housing,  the  adult  foster  care  home,  and  the  adult 
day  care  center. 


2  .      The  Svstem  She 


mid  Provide  Universal  Eligibility 


In  eli9i1>ili-y.  benefits,  and  costs  long  term  care  should  be  age-neutral. 
Although  ninety  percent  of  potential  long  term  care  clients  are  over  sixtv 
years,  disability  is  no  respecter  of  age.  Many  Area  Agencies  on  Aging,-  operating 
under  Medicaid  waivers,   routinely  serve  younger  clients. 
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Long  tera  care  should  also  be  disease-neutral,  focusing  on  eligibility 
based  on  disability  rather  than  the  affliction  which  precipitated  it.  Physical, 
cognitive,  and  mental  dysfunctions  ail  can  prevent  adequate  performance  of 
activities  of  daily  li.vj.ng,  and  although  care  plans  may  differ  appreciably, 
eligibility  for  help  should  not.  There  should,  of  course,  be  clear  standards 
for  eligibility.  An  assessment  should  be  made  of  oo-gomg  performance  of  the 
activities  of  daily  living  which  can  be  seriously  affected  by  memory  loss  and 
other  symptoms  of  dementia.  3eing  a  safety  hazard' to  oneself  is  surely  a  valid 
criterion  fcr  eligibility. 

Long  tera  care  should  also  be  income  neutral.  Second  only  to  the  fear 
that  disability  means  leaving  home  is  the  fear  that  disability  means  spending 
down  to  iapcveriahaenc.  Long  term  care  should  be  available  to  ail  regardless 
of  income,  and,  while  permitting  affordable  deductibles  and  coat- sharing,  should 
require  no  one  to  become  impoverished  to  become  eligible  and  should  not  preclude 
reasonable  opoortunity  for  institutionalized  persons  to  return  to  their 
communities - 

3 .     The  Long  Tera  Care  Svstea  Should  Link  With  Other  Svateos 

While  the  care  interventions  and  reimbursement  structures  of  the  current 
Medicare  program  differ  markedly  from  those  in  a  comprehensive  long  term  care 
system,  they  have  in  common  concern  for  the  vulnerable  older  person.  The  care 
coordinator  must  be  alert  to  client  acute  care  needs  and  be  prepared  to  provide 
speedy  access  to  the  acute  care  system.  Quick  intervention  when  a  disease  is 
precipitating  disability  can  go  far  in  preventing  the  substantial  loss  of 
personal  independence . 

The  care  coordinator  should  also  link  up  with  the  nursing  home  ombudsman, 
transportation  systems,  and  legal  services  readily  available  through  the 
contracted  services  of  the  Area  Agency  on  Aging.  The  care  coordinator  should 
also  be  in  continual  contact  with  the  planning  operations  of  the  Area  Agency  on 
Aging  to  be  involved  with  developing  appropriate  services  and  settings.  And  the 
care  coordinator  should  work  closely  with  the  network  of  the  client's  family  *nd 
friends,  not  only  apprising  them  of  developments  and  options,  but  also 
supporting,  encouraging,  and  even  training  them  as  caregivers.  Families  can  not 
only  save  money  by  helping,  but  they  also  can  give  the  afflicted  family  member 
love  and  moral  support. 

4.  The  Long  Term  Care  System  Should  Have  Clearly  Delineated  Lines  of 
•Responsibility  For  Insurers  And  Levels  Of  Government  Adninistration 

The  most  recent  literature  indicates  that  the  private  insurance  industry 
'will  not  be  able  to  market  comprehensive  long  term  care  policies  which  will  be 
affordable  to  more  than  a  quarter  of  the  nation's  elders.  Therefore,  it  is 
likely  that  public  insurance  will  provide  the  broad  base  of  support  for  the 
system.  There  is  a  danger  in  the  rush  of  the  private  insurance  industry  to 
build  a  mechanism  for  a  clientele  parallel  to  the  public  one  for  the  majority 
of  functionally  disabled.  This  could  cause  a  two-tiered  system  or  a  constant 
restructuring  of  private  policies.  It  may  be  more  reasonable  that  the  private 
insurers  provide  coverage  of  supplementals  such  as  deductibles,  co-pays,  and 
extra  amenities  to  avoid  competition  with  the  publicly- subsidized  services.  In 
this  way,  clients  would  utilize  a  single  care  coordinating  system  with  a  single 
system  of  eligibility,  avoiding  the  inevitable  bewildering  fragmentation  that 
comes  with  an  array  of  eligibility  requirements,  with  clients  bouncing  from 
system  to  system. 

Client  shifting  also  can  result  if  the  Federal  and  state  roles  are  not 
clear.  It  is  not  in  the  scope  of  this  paper  to  explore  which  level  should  carry 
the  primary  administrative  role,  but  if  the  states  have  the  lead,  policy  should 
eliminate  those  conflicting  cost-sharing  incentives  which  new  encourage  the 
states  to  "dump"  clients  into  the  federally  subsidized  Medicare  acuta  care 
system  or  the  Federal  system  to  "dump"  into  the  Medicaid  nursing  home  system. 
Vulnerable  clients  ought  not  to  be  pawns.  Further,  there  should  be  no 
differences  in  state  cost-sharing  by  care  setting.  The  at-risk  person's  care 
in  the  least  restrictive  setting  should  be  the  driving  criterion. 

In  1973,  through  the  Older  Americans  Act,  Congress  purposefully  mandated 
Area  Agencies  on  Aging  to  establish  local  long  term  care  systems.  It  is  time  to 
integrate  either  Medicare  or  Medicaid  with  these  Area  Agency  on  Aging  systems 
to  realize  a  truly  comprehensive,  and  coordinated  long  term  care  system. 
Medicare,  Medicaid,  and  the  Older  Americans  Act  developed  separately,  but  r- 
functions  are  neither  mutually  exclusive  nor  incompatible.  Through  the  Older 
Americans  Act  forward-looking  policy-makers  have  already  created  the  local 
■  foundations  for  a  national  comprehensive  long  tera  care  program.  Regardless  of 
the  vehicle  used  to  reimburse  -  Medicare  or  Medicaid  -  fashioning  a  solid  system 
is  a  matter  of  incorporating  the  reimbursement  structure  with  the  tested  local 
systems  and  services  operated  by  the  Area  Agencies  on  Aging. 
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AREA  AGENCY  ON  AGING 
OF 

SOUTHERN  MISSISSIPPI  PLANNING  AND  DEVELOPMENT  DISTRICT 
PREPARED  STATEMENT  OF  JANE  KENNEDY 

Introduction 

Mr.  Chairman,  distinguished  members  of  the  Subcommittee  on  Aging: 

My  name  is  Jane  Kennedy  and  I  tm  Director  of  the  Area  Agency  on  Aging  of  Southern  Mississippi 
Planning  and  Development  District.  The  Area  Agency  on  Aging  serves  a  population  of  some  87,000 
older  individuals  residing  in  the  fifteen  acurhernmcst  counties  of  the  state.  Initially  established  as  one 
of  the  original  nine  Areawide  Model  Projects  for  Older  Americans,  and  subsequently  designated  as 
an  area  agency  on  aging,  we  enjoy  the  unique  position  of  having  implemented  die  first  Title  VII 
nutrition  project  in  the  nation.  I  am  privileged  to  have  served  as  director  of  the  model  project  and 
director  of  the  area  agency  since  its  inception  within  die  District  some  eighteen  years  ago. 

Of  the  very  greatest  importance  in  considering  long  term  care  systems  development  are  the 
opportunities  of  imeracrion  and  exchange  with  this  subcommittee  which  constitutes  a  major  link  to 
the  aging  policy  structure.  Wirh  rms  in  mind,  I  would  commend  the  Commirree  for  its  significant  and 
diligent  efforts  to  consistently  re-examine  historical  functions  and  practices  of  the  aging  network-to 
carefully  assess  where  we  are  today  even  as  we  accept  the  formidable  challenge  of  tomorrow-and  to 
achieve  our  common  goal  of  assuring  independent  and  meaningful  lives  for  all  older  Americans. 

Overview 

While  it  is  readily  apparent  that  no  one  element  of  the  aging  network  is  more  inspired,  more 
committed,  or  has  greater  vision,  one  above  another,  in  addressing  relevant  issues  associative  with 
qualiry  of  life  for  older  citizens,  I  tm  equally  confident  that  the  explicit  mission  of  area  agencies  on 
aging  to  serve  as  catalysts  in  the  development  and  promotion  of  home  and  community  based  long 
term  care  systems  is  both  clearly  reflected  and  responsibly  demonstrated  by  area  agencies  across  the 
nation;  and  that  within  the  framework  of  the  Older  Americans  Act  despite  its  complexity  and  more 
so.  because  of  its  allowed  flexibility,  the  aging  network  continues  to  advance  efforts  to  support  and 
sustain  quality  of  Hfe  for  mil  Hons  of  older  persons.  The  elderly  themselves  serve  as  the  driving  force 
underlying  our  search  for  the  appropriate  and  responsive  care  systems  envisioned  by  the  network; 
which  are  responsive  to  the  diversity  of  need  among  older  persons,  which  ensure  service  quality  and 
equity  in  access,  and  which  exhibit  innovative  and  accountable  vehicles  for  service  delivery. 

Issues  in  Long  Terra  Care 

Each  of  us  present  here  today  acknowledges  the  profound  affect  on  every  sector  presented  by  the 
phenomenal  growth  in  the  numbers  of  older  persons  and  the  unprecedented  growth  of  the  very  old. 
Heretofore,  government  has  assumed  primary  responsibility  for  the  level  of  public  investment  in 
service  structures  responsive  to  the  pressing  needs  of  these  accelerating  numbers  -  millions  of  whom 
may  be  at  risk  of  loss  of  irKkpcndeocy  at  any  given  time.  At  this  point,  budgetary  constraints  at  all 
levels  of  government  dictate  a  careful  examination  both  within  and  beyond  the  aging  network  to 
characterize  long  term  care  systems  and  best  determine  the  adrrunistrativc  systems  capable  of 
managing  them  in  the  most  cost  efficient  and  service  effective  manner. 

Area  Agencies  on  Aging:  Support  for  Long  Term  Care 

For  purposes  of  this  discussion,  I  offer  comments  on  the  role  of  area  agencies  in  our  stare  as  long 
term  care  systems  developers  within  the  central  focus  of  our  rnisiion  as  advocates,  coordinators,  and 
qualiry  monitors. 

Recognizing,  that,  not  unlike  other  states,  wide  variances  exist  between  Mmtuippi's  area  agencies 
in  the  application  of  strategies  intended  to  achieve  our  common  goal  of  access  to  long  term  care,  it 
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should  be  noted  that  Title  IQ  uniform  service  standards  are  in  place  statewide  as 
standardized  prescreerring  mrrhanism  whkh  provides  for  access  based  on  ironagcrneni  While  these 
procedures  have  aided  in  streamlining  efforts  to  fink  client  needs  with  service  options  and  have 
virtually  eliminated  duplicative  assessments  for  Older  Americans  Act  services,  with  the  exception  of 
Medicaid  Waivers,  care  management  is  confined  in  scope  of  authority  to  Title  III  programs. 

Extension  of  care  management  linkages  to  other  health  and  social  systems  is  1"*m*M  although  area 
agencies  are  making  inroads  through  service  specific  arrangements  such  as  reimbursal  of  home  health 
agencies  for  conducting  joint  diem  assessment.  Direct  involvement  of  the  health  care  commumry 
with  area  agencies  is  most  evident  in  the  area  of  information  exchange  and  referral  which  serves  to 
enhance  client  care  planning  by  drawing  on  the  full  array  of  identified  community  resources.  We 
remain  watchful,  however,  that  information  exchange  does  not  serve  as  a  replacement  for  more 
extensive  coordination  activities  and  the  formalization  of  collaborative  efforts  to  establish  entry  points 
that  are  strongly  based  in  outreach  and  networking. 

The  dilemma  of  scarce  resources  in  our  rural  state  does  not  serve  as  reason  for  failure  to  be  creative. 
Rural  service  agencies  and  organizations  are  usually  small  enough  that  they  are  not  management 
layered  and  therefore  are  generally  cooperative  and  experienced  networkers.  This  very  informaliry, 
however,  may  contribute  to  disregard  for  procedure.  Program  visions  must  be  carefully 
communicated  and  anticipated  results  thoughtfully  defined.  Often  simple  solutions  to  client  needs 
exist  which  can  be  facilitated  by  contact  with  church  groups  and  neighbors.  It  is  important  to 
understand  and  appreciate  this  environment  for  few  ancillary  services  are  existent  in  rural  Mississippi 
counties. 

I  would  be  remiss  in  not  mentioning  that  Title  111  Part  D  funds,  however  limited,  enabled  the 
provision  of  respite  care  to  care  managed  clients  in  service  area  where  respite  had  been  non-existent 
previously.  We  were  amazed  at  the  frugality  of  respite  care  demand  and  use  on  the  part  of  these 
clients  and  their  caregivers.  This  holds  true  as  well  in  the  provision  of  respite  care  as  one  of  the 
allowable  services  in  the  Medicaid  Waiver  for  Home  and  Community  Based  Care.  While  utilization 
rates  are  generally  low,  clients  and  their  caregivers  contend  that  the  availability  of  respite  allays  Lhcir 
fear  of  crisis  situations  which  may  otherwise  be  unmanageable. 

Coordination  activities  on  the  part  of  area  agencies  under  the  guidance  of  the  Mississippi  Council  on 
Aging  have  resulted  in  uniform  standards  of  care,  definitions  of  service,  client  satisfaction  indicators, 
reporting  procedures,  requests  for  proposals,  and  service  contracts;  all  arc  elements  important  to 
procedural  quality  assurances  and  most  were  developed  through  a  long  range  planning  coalition  of 
state,  area  agency  and  provider  representatives.  In  fact,  coordination  of  funding  sources  and  area 
agency  experience  in  the  management  of  limited  resources  are  perceived  as  major  strengths  in 
bridging  service  voids  in  long  term  care  -  a  role  consistent  with  mandates  of  the  Act. 

It  is  imperative  that  Medicaid  Waivers  for  Home  and  Community  Based  Care  continue  and  expand. 
The  waivers  are  proven  foundations;  they  are  viable  and  logical  approaches  supporting  the 
independence  of  vulnerable  elderly  at  risk  of  rmtifutirmaltTarion  Even  as  tms  statement  is  prepared, 
the  Area  Agency  is  responding  to  families  who  are  desperate  in  their  search  for  supportive  scries 
necessary  t  assist  a  parent,  an  aunt  or  a  grandfather  to  remain  in  their  homes.  On  this  day,  the  calls 
are  from  Madiera,  Cahfornia,  Chicago.  Illinois  and  St  Louis,  Missouri.  Circumstances  are  varied  as 
those  famiaes  represented  here  today.  The  desire  for  inocpe^dence,  for  security,  dignity  and  comfort 
is  the  common  thread  that  binds  them. 

I  urge  you  direct  attention  to  whatever  barriers  may  be  blocking  needed  expansion  of  the  waiver 
programs,  if  the  barrier  is  fear  of  the  "flood  gates  opening",  men  examine  historical  nriltmion  and 
results.  While  we  watt,  even  now,  vulnerable  older  persons  and  their  families  struggle  as  their 
independence  erodes  just  beyond  reach  of  support. 

We  rely  heavily  on  Title  V  and  other  programs  winch  support  oepc^tumties  for  older  workers.  Their 
cflpfflgmky  service  is  the  life-blood  of  many  helping  programs  fining  voids  resulting  from  level 
funding  over  the  past  decade  ,  The  values  are  three-fold,  supplementing  the  Enured  income  of 
participants,  sustammg  vital  community  services,  and  providing  new  job  rrfrnmcr.  conducive  to 
private  sector  placement. 
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The  value  of  ACTION  volunteers  is  beyond  compare.  Their  contributions  are  tallied  in  hours,  but 
their  true  worth  is  immeasurable,  the  human  exchange  beyond  our  scope.  Sir  Winston  Churchill 
reminded  us  that  "We  make  a  living  by  what  we  get;  a  life  by  what  we  give".  ACTION  volunteers 
personify  xhc  philosophy  of  thai  great  statesman.  Fullest  support  for  volunteer  programs  is 
recommended. 

Treads  in  Mississippi 

True,  we  axe  a  poor  stare,  but  our  older  people  exhibit  strong  self-reliance.  A  massive  statewide 
needs  assessment  conducted  just  several  years  ago  reflected  high  levels  of  life  satisfaction  among  the 
hundreds  of  elderly  interviewed.  The  thought,  "a  way-out,  not  a  hand-out",  pictures  their  woodrous 
spirit  of  survival  Overriding  all  others,  the  most  prevalent  desire  voiced  was  to  avoid  being  a  burden 
to  their  family,  their  church,  or  their  community. 

Overall  low  levels  of  education  and  income  among  Mississippi's  older  population  have  contributed 
to  high  levels  of  poverty  among  them  -  estimated  to  be  as  high  as  forty-four  percent.  In  the  southern 
planning  and  service  area,  poverty  levels  in  several  counties  range  in  fifty  percentile,  with  one  county 
considered  the  poorest  in  the  state  and  one  of  the  ten  poorest  counties  in  the  nation.  Tins  small  rural 
county  contributes  more  in  matching  funds  than  the  amount  of  their  equitable  share  of  Tide  III  federal 
and  state  dollars.  (The  area  agency  allocates  funds  through  a  formula  which  considers  both  the  sixty- 
plus  population  and  poverty  factors). 

Because  of  current  budget  deficits,  but  also  historically.  Mississippi  provides  only  the  required 
matching  funds  to  attract  federal  aging,  programs.  The  Mississippi  Association  of  Area  Agencies  on 
Aging  recently  convened  forty  individuals  identified  as  community  leaders  across  the  state  with  the 
intent  behalf  of  the  developing  long  term  care  system.  It  is  hoped  thai  these  newly  enlightened 
advocates  will  continue  to  work  shoulder  to  shoulder  with  the  area  agency  on  aging  advisory  councils. 

It  is  of  note  also  that  Mississippi  had  the  highest  number  of  minority  elected  officials  in  attendance 
at  the  National  Association  of  Minority  Elected  Officials/National  Caucus  and  Center  on  Black  Aged 
conference  held  in  Prince  George's  county  last  year.  We  arc  grateful  and  justifiably  proud  that  area 
agency  advocacy  efforts  arc  reflective  of  this  high  degree  of  intcrcsL 

Conclusion 

While  we  do  not  profess  to  having  developed  a  model  approach  to  the  issue  of  long  term  care,  we 
are  confident  that  Mississippi's  aging  network  is  well-positioned  to  respond  to  emerging  issues  and 
new  commitments.  You  will  find  a  not  so  surprising  "can  do"  attitude  present  in  area  agencies  across 
the  board.  Having  served  in  the  forefront  of  the  shift  from  institutional  bias  to  a  oarional  commitment 
to  full  participation  of  older  persons  in  American  society,  we  can  look  back  to  1965  -  to  passage  of 
the  Act  and  the  most  remarkable  progress  already  made.  Reassured  by  this  backward  glance,  we  are 
future -oriented. 

Concluding  Recornmendatiow 

We  rely  on  rrarffhorization  of  the  Older  Arrfcricans  Act  to  guide  us  in  the  corning  decade.  We  are 
committed  to  «ny  provfaioas  that  assist  as  in  targeting  services  to  those  elderly  most  vulnerable 
to  loss  of  ituSepeodesce. 

As  to  cost  sharing,  we  have  already  put  theory  to  practice  by  actively  seeking  sponsors  of  those 
elderly  termed  cfigibk,  bet  necessarily  pi  yd  on  service  waiting  lists  due  to  budget  constraints. 
Sponsors  are  solicited  from  among  family,  churches  and  civic  groups.  This  policy  requires  very 
careful  management  to  avoid  any  connotation  of  mcquiry  simply  because  a  client  came  "last  to  the 
table",  so  to  speak.  An  important  consideration  is  that  clients  have  appropriate  service  options  at  the 
time  of  need,  Lc-,  an  older  person  recovering  from  surgical  knee  replacement  may  not  need  a  home 
delivered  meal  when  a  meal  becomes  available  six  months  later.  This  logic  fosters  costkleratioo 
of  vohmtarj  cost  sharing,  but  we  caution  against  means  testing. 
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We  support  any  provisions  of  the  Act  thai  advance  our  concern  for  elder  rights  and  reaffirms 
the  strongest  possible  commitment  to  advocacy  on  their  behalf. 

Public/private  partnerships  should  be  supported.  "Partnerships"  denote  mutual  benefits  are 
tone  derived.  Such  partnerships  can  extend  service  availability.  We  need  allowed  flexibility  as  we 
explore  this  new  marketplace. 

We  must  not  abandon  those  health  promotion  efforts  directed  to  appropriate  life  styles  and 
nutrition  education  for  seniors.  Preventive  measures  are  basic  to  maintenance  of  independency. 

However,  we  strongly  support  service  standards  and  service  eligibility  for  Older  Americans  Act 
piogranu  which  consider  health  care  needs.  We  should  continue  to  focus  on  care  management  as 
a  core  element  of  long  term  care  systems. 

Lastly,  I  would  be  remiss  in  not  expressing  support  for  elevation  of  the  commissioner  on  aging 
position  to  that  of  assistant  secretary.  It  is  time  to  position  the  Administration  on  Aging  to  best 
coordinate  federal  planning  on  behalf  of  older  persons.  This  is  a  basic  charge  to  AO  A,  and  is  the 
area  which  may  well  serve  as  the  measure  of  achievement  for  long  term  care  far  into  the  future. 
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Prepared  Statement  of  Rosalie  A.  Kane,  DSW 


Senator  Adams,  Members  of  the  Subcommittee  on  Aging,  I  am  Rosalie  Kane,  a 
professor  in  the  Division  of  Health  Services  Research  at  the  School  of  Public  Health  and 
in  the  School  of  Social  Work,  both  at  the  University  of  Minnesota.  I  also  direct  the 
Long-Term  Care  Decisions  Resource  Center,  one  of  the  6  National  Resource  Centers  on 
Long-Term  Care  funded  by  the  Administration  on  Aging.  Since  October  1988,  our 
Center  has  provided  training,  technical  assistance,  research  and  development  and 
information  dissemination  to  State  Units  on  Aging  (SUAs)  and  Area  Agencies  on  Aging 
(AAAs)  to  assist  them  in  developing  or  refining  community  long-term  care  programs. 
Our  Center's  particular  topics  of  expertise  include  case  management  and  assessment, 
links  between  acute  care  and  long-term  care,  and  ethical  issues  in  long-term  care. 

In  the  last  2  1/2  years,  the  University  of  Minnesota's  Resource  Center  has  worked 
with  more  than  half  the  states,  and  in  many  has  provided  intensive  targeted  assistance. 
We,  therefore,  are  positioned  to  be  familiar  with  the  Aging  Network  roles  in  long-term 
care. 

I  would  emphasize  several  points  about  the  aging  network  and  long-term  care. 

First,  the  Aging  Network  is  already  heavily  involved  in  long-term  care,  often  providing 

the  ongoing  leadership  to  evolve  a  svstem  of  community-based  care  despite  multiple, 

confusing  funding  sources,  and  often  providing  the  entry  point  and  care  coordination  (or 
case  management)  to  link  services  to  the  client  Second,  the  Aging  Network  is  heavily 

involved  in  developing  and  refining  the  technology  necessary  for  community  long-term 

care,  including  development  of  assessment  tools,  criteria  for  prioritizing  need  and 

planning  services  according  to  need,  management  information  systems,  and  even  quality 

assurance  systems.  Third,  the  Aging  Network  is  well  suited  because  of  its  mission  and  its 

structure  to  take  this  leadership  and  perform  these  roles,  including  case  management. 
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Fourth,  the  challenges  to  the  Aging  Network  differ  in  the  1990s  from  those  of  the  1970s 
when  the  Network  was  young,  with  long-term  care  at  the  center  of  those  challenges. 
And,  fifth,  there  is  substantial  interstate  variation  in  the  extent  and  nature  of  community 
long-term  care  financing  and  delivery,  as  well  as  the  in  role  of  the  Aging  Network. 
Finally,  as  requested  by  the  Subcommittee,  I  will  comment  on  some  of  the  ethical  issues 
confronting  the  OAA  with  regard  to  long-term  care. 

AGING  NETWORK  HEAVILY  INVOLVED  IN  LTC 

It  is  too  late  to  ask  whether  the  Aging  Network  should  become  involved  in  long- 
term  care:  the  Aging  Network  is  involved  in  long-term  care.  In  many  states-- Washington, 
Pennsylvania,  Massachusetts,  Florida,  Oregon,  Maine,  Arkansas,  Dlinois,  Georgia, 
Michigan,  Arkansas,  Kansas,  Indiana^  and  North  Dakota  among  them,  the  SUAs  and  ai 
the  local  level  the  AAAs  have  been  designated  lead  agencies  for  all  or  a  substantial  pan 
of  the  long-term  care  effort.  In  some  instances,  the  Aging  Network  is  responsible  for 
coordinating  almost  all  the  community  long-term  care  programs.  In  such  states,  the 
Network  manages  not  only  Title  in  OAA  dollars  but  special  state  revenues  (often  a  big 
part  of  the  service  dollar),  Tide  XX  moneys,  and  Medicaid  waiver  dollars.  Oregon, 
where  substantial  administrative  consolidation  has  occurred,  is  the  most  striking  example 
of  this  leadership  for  the  Network,  but  other  states  have  similar  arrangements.  In  some 
states  (for  example,  Pennsylvania)  the  Network  conducts  Nursing  Home  Preadmission 
Screening,  which  forms  the  basis  of  eligibility  for  Medicaid  waiver  programs.  In  some 
states  (for  example,  Florida)  the  Aging  Network  functions  parallel  to  and  in  coordination 
with  a  Medicaid  waiver  program  run  by  social  service  authorities,  but  the  Aging  Network 
itself  manages  statewide  programs  that  vastly  swell  the  service  potential  of  Title  HI  of 
the  OAA. 

In  some  states,  particularly  those  with  strong  traditions  of  county  social  service 
(for  example,  Wisconsin,  Minnesota,  South  Carolina),  the  Aging  Network  is  not  the 
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officially  designated  lead  organization,  but  the  SUAs  provide  strong  leadership  through 
planning  and  training,  and  have  developed  ways  that  Title  m  services  play  an  important 
role  in  a  coordinated  approach  to  long-term  care.  Wisconsin  is  an  excellent  example  of 
this  pattern.  The  SUA  staff  has  provided  intellectual  leadership  for  the  wide  range  of 
Medicaid  waiver  and  other  state  programs  and  has  been  instrumental  in  developing  and 
promulgating  what  has  become  known  as  the  Wisconsin  philosophy  of  long-term  care. 
This  is  a  client-centered  philosophy  with  a  commitment  to  dient  choice,  autonomy  and 
social  participation  and  to  flexibility  in  service  delivery.  In  some  states  (notably 
California)  where  different  lead  agencies  are  competitively  selected  foMhe  Medicaid 
waiver  program  and  for  another  statewide  program  of  case  management  with  fewer 
services  (called  Linkages),  the  state  SUA  is  the  lead  for  both  programs  and  AAAs  have 
often  been  selected  as  the  lead  agencies. 

In  yet  other  states,  where  community  long-term  care  systems  are  less  developed 
and  coordinated,  the  governor  has  appointed  the  SUA  to  develop  a  statewide  long-term 
care  planning  effort  For  example,  the  Hawaii  SUA  has  recently  undertaken  such  an 
eftorj  and  the  SUAs  in  Idaho,  New  Mexico,  and  West  Virginia  are  currently  engaged  in 
statewide  planning.  AOA  discretionary  grants  such  as  the  long-term  care  systems 
planning  grants  available  in  FY  1990  and  quality  assurance  development  grants  available 
earlier  have  been  helpful  in  encouraging  this  kind  of  development 

It  is  also  noteworthy  that  Aging  Network  agencies  were  highly  visible  as  lead  sites 
during  the  era  of  long-term  care  demonstrations  in  the  1970s  and  1980s.  For  example,  in 
the  Lxmg-Tcrm  Care  Channeling  Demonstration  co-funded  by  HCFA  and  AOA,  which 
was  the  culminating  community  long-term  care  demonstration,  6  of  the  10  lead  sites  were 
AAAs. 
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THE  AGING  NETWORK  IS  LEADING  IN 
LTC  TECHNOLOGY  DEVELOPMENT 

Many  of  the  programs  that  I  have  described  are  mature  programs  that  have  been 

giving  leadership  and  allocating  long-term  care  resources  since  the  1970s.  As  might  be 

expected,  such  programs  are  well  along  the  road  to  developing  the  structure  and 

technologies  necessary  for  an  optimal  community  long-term  care  system.  In  many  states, 

new  assessment  tools  are  being  developed.  In  this  fiscal  year,  our  Resource  Center  is 

working  intensively  with  3  states  that  are  currently  developing  or  consolidating 

assessment  tools,  and  has  provided  comment  to  6  others  on  their  ongoing  work  with 

assessment  tools.  Some  states  are  currently  involved  in  designing  screening  tools  and  an 

appropriate  feeder  and  referral  system  for  community-based  long-term  care.  Many  states 

are  examining  the  way  case  management  is  delivered  in  the  state  and  are  creating  new 

manuals  and  guidelines  to  bring  consistency  and  quality  control  to  this  pivotal  function. 

Some  states  have  been  particularly  interested  in  designing  information  systems  (for 

example,  Colorado  and  South  Carolina),  and  quality  assurance  systems  for  personal  care 

services,  Title  HI  services,  and  case  management  itself  (for  example  Ohio,  Wisconsin, 

and  South  Carolina).  In  various  parts  of  the  Aging  Network,  consideration  is  being  given 

to  new  ways  to  merge  services  with  housing.  States  are  developing  plans  for  adult  foster 

care,  assisted  living,  and  other  such  programs  that  combine  shelter  and  services  and,  in 

some  states  (notably  Oregon  and  Washington)  have  incorporated  such  housing  programs 

into  the  Medicaid  waiver  programs  administered  by  the  SUA. 

AGING  NETWORK  IS  SUITED  FOR 
LTC  IN  MISSION  AND  STRUCTURE 

The  Aging  Network's  historical  mission  is  coordination  and  advocacy  on  behalf  of 

older  citizens.  On  all  levels— federal,  state,  and  local-bo th  coordination  and  advocacy  are 

pivotal  in  long-term  care.  Indeed,  case  management  is  a  function  that  requires  both 

advocacy  and  coordination. 
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All  things  being  equal,  the  Aging  Network  is  well-suited  for  major  roles  in  LTC 

given  its  structure  and  evolution  in  the  last  two  decades: 

o      The  Network  has  access  to  a  grass  roots  constituency  of  seniors  through  its  meal 
sites  and  Senior  Centers,  which  provide  an  efficient  mechanism  for  education  and 
for  casefinding.  It  also  provides  a  mechanism  to  discover  the  ongoing  and 
changing  needs  of  older  people. 

o      The  Network  has  developed  a  capacity  for  Information  and  Referral,  which  also  is 
a  mechanism  for  casefinding  and  channeling,  as  appropriate,  to  community  case 
managers. 

o      The  AAAs  tend  to  be  well  respected  organizations  in  the  community  without  the 
stigma  associated  with  "welfare"  in  the  minds  of  many  seniors. 

o      Because  AAAs  serve  all  people  regardless  of  income  (though  targeting  recently  to 
those  in  greatest  need),  they  are  well  suited  to  manage  a  range  of  services,  each 
with  differing  eligibilities. 

o  When  Network  agencies  provide  case  management  in  long-term  care,  they  may  be 
particularly  well-positioned-because  of  Title  III— to  offer  a  continuum  of  services. 
They  may  also  be  well  positioned  to  involve  volunteers  in  the  programs. 

CHANGING  DEMANDS  OF  THE  1990s 

Since  the  enactment  of  the  OAA,  the  needs  of  Seniors  have  changed.  Although 
poverty  among  the  elderly  is  still  present  (especially  among  very  old  women  and 
disadvantaged  "minority  persons),  financial  security  for  older  people  has  on  the  whole 
dramatically  improved.  The  last  30  years  have  brought  life-prolonging  technologies, 
leading  to  a  larger  group  of  disabled  elderly  people  in  the  community.  New  pressures  for 
early  discharge  from  hospitals  has  exacerbated  the  need  for  community  based  long-term 
care.  The  persons  who  gravitated  to  meal  sites  and  Senior  Centers  in  the  early  days  of 
the  OAA  are  no  longer  60  and  65,  but  80,  85,  and  90.  Persons  now  60  or  65  and  even  70 
and  75  rarely  identify  themselves  as  old.  While  their  health  is  good,  they  typically  have 
their  own  sources  of  stimulation  and  nutrition.  Some  clients  of  congregate  meal  sites  and 
senior  centers  are  themselves  the  family  caregivers  for  very  old  parents  and  other 
relatives.  The  subgroups  among  the  old  who  now  are  most  in  need  of  advocacy  and 
coordination  are  those  with  functional  impairments.  Without  abandoning  its  traditional 
and  important  role  of  general  advocacy  for  older  persons  in  the  spirit  of  Title  I  of  the 
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OAA,  increasingly  Title  III  and  IV  have  been  used  to  make  real  differences  for  those 
needing  long-term  care.  The  AOA's  current  emphasis  on  Title  II  of  the  Act-that  is,  the 
mandate  to  coordinate  federal  agencies  on  behalf  of  older  people-can  also  be  seen  in 
the  spirit  of  working  with  Medicaid  agencies,  public  health  agencies,  the  Veterans 
Administration,  HUD  and  others  to  make  sure  that  the  needs  of  the  frail  elderly  who 
receive  long-term  care  be  met.  At  state  and  local  levels,  the  Aging  Network  has  also 
shown  its  readiness  and  ability  to  engage  in  this  leadership  and  collaboration. 

In  the  first  decade  or  so  of  the  OAA,  Aging  Network  personnel  were  visible  in 
advocating  for  the  broader  array  of  community  long-term  care  services  now  available  in 
many  states.  They  argued  that  such  services  were  necessary  in  order  that  seniors  could 
live  out  their  lives  with  as  much  dignity  and  meaning  as  possible,  and  as  much  as 
possible  in  the  settings  that  they  prefer.  Now  that  the  advocacy  of  the  1970s  and  1980s 
have  led  to  substantially  increased  (albeit  uneven  and  imperfect)  opportunities  for  older 
persons  to  receive  long-term  care  in  the  community,  the  advocacy  efforts  of  the  Network 
have  increasingly  turned  to  refining  and  improving  these  efforts,  and  identifying  gaps  as 
well  as  duplications-  Similarly,  the  coordination  efforts  in  the  Network  have  often  turned 
to  developing  a  full-blown  case  management  system  at  local  levels.  I  would  argue  that 
the  advocacy  and  coordinating  mandate  of  the.  Network  are,  at  present,  most  needed  in 
the  long-term  care  area. 

DIVERSITY  ACROSS  STATES  AND  NETWORK 

As  already  stated,  enormous  diversity  can  be  found  in  the  way  states  have 

organized  community  long-term  care  services,  their  stage  of  long-term  care  development, 
and  the  extent  to  which  the  aging  network  agencies  are  involved  in  case  management 

and  long-term  care.  Therefore,  it  is  inappropriate  to  mandate  a  single  model  of  long- 
term  care  or  require  that  AAAs  have  specific  roles.  On  the  other  hand,  the  tremendous 
success  of  the  Network  in  many  states  in  becoming  a  focal  point  for  well-organized, 
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geographically  based  long-terra  care  efforts  must  be  recognized  at  this  point  of 
reauthorization  of  the  Older  American's  Acl 

ETHICAL  ISSUES 

Long-term  care  is  an  arena  fraught  with  ethical  dilemmas,  invoking  all  three  of 

the  ethical  principles  that  philosophers  tend  to  use  to  organize  their  thinking  about 

public  policies.  These  principles  are: 

o      Autonomy,  that  is,  the  principle  that  mentally  capable  people  should  be  able  to 
direct  their  lives  and  make  their  own  choices,  as  long  as  these  choices  do  not 
interfere  with  the  autonomy  and  well-being  of  others.  * 

o      Beneficence,  that  is  the  principle  that  we  should  act  so  as  to  do  good  and  not  do 
harm. 

o      Justice,  that  is,  the  well-understood  but  hard-to-implement  concept  of  fairness  in 
distribution  of  rights,  benefits,  and  responsibilities  in  society. 

In  the  design  and  implementation  of  long-term  care  systems.  Aging  Network  personnel 

and  others  are  concerned  with  all  these  principles. 

With  regard  to  the  principle  of  autonomy,  the  following  issues  arise:  an 

appropriate  informed  consent  process  for  case  management;  ways  of  ensuring  that  client 

autonomy  is  not  violated  in  the  careplanning  process  and  that  client  choices  for  providers 

and  site  and  type  of  service  are  respected;  ways  of  balancing  the  autonomy  rights  of 

clients  and  those  of  family  members;  ways  of  permitting  competent  older  people  to  take 
conscious  risks  with  their  safety  in  order  to  live  their  lives  as  they  prefer;  and  ways  of 

ensuring  client  confidentiality  is  respected  and  that  information  is  not  divulged  without 

consent.  Also,  because  autonomy  requires  a  client  who  has  the  capacity  for  autonomous 

decision-making,  an  array  of  ethical  issues  arise  in  properly  assessing  what  a  client's 

decision-making  capacity  actually  is,  especially  given  the  fluctuating  capacities  of  many 

clients.  Further,  there  are  challenges  in  determining  what  decisions  to  make  and  what 

risks  clients  should  be  permitted  to  take  if  they  are  incapable  of  various  types  of 

decisions-  The  whole  arena  of  advance  directives,  guardianship,  conservatorship,  and 
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adult  protective  services  must  be  considered  in  relation  to  the  problems  of  assuring 
appropriate  autonomy. 


In  terms  of  the  principle  of  beneficence.  Aging  Network  personnel  are  involved  in 
assessing  the  values  and  preferences  of  older  people  and  making  sure  that  services 
maximize  outcomes  that  clients  think  are  good,  a  complicated  endeavor  in  a 
heterogeneous  society.  Network  personnel,  in  their  advocacy  roles,  must  also  look 
carefully  at  the  extent  to  which  guardianship  and  conservatorship,  adult  abuse  reporting, 
agency  licensure  and  a  host  of  other  provisions  truly  serve  the  interests  of  the  elderly 
long-term  care  user. 

In  terms  of  the  principle  of  justice.  Aging  Network  personnel  are  involved  in 

determining  what  is  fair  and  equitable  in  the  treatment  of  one  older  client  compared  to 

another;  in  the  treatment  of  clients  vis-a-vis  their  family  members;  in  the  treatment  of 

current  clients  vis-a-vis  clients  that  might  be  on  the  waiting  lists  for  service;  and  even  in 

the  treatment  of  provider  agencies,  whose  livelihoods  to  some  extent  depend  on  the  fair 
allocations  made  by  case  managers.  Aging  Network  personnel  have  also  been  giving 

increasing  consideration  to  fairness  and  justice  in  terms  of  paraprofessional  caregrving 

pcrsonnel-largeiy  poor  and  often  minority  women  who  work  at  low  wages  and  receive 

inadequate  benefits.  In  part,  Network  leaders  are  considering  the  ultimate  fairness  of 

the  working  conditions  and  remuneration  of  this  group  of  workers  (who  will  themselves 

come  into  old  age  without  the  cushion  of  savings).  Simultaneously,  at  the  level  of  service 

delivery,  Network  leaders  are  also  considering  what  sorts  of  working  conditions  and 

situations  are  fair  to  the  person  who  delivers  hand-on  care. 

I  am  very  pleased,  Senator  Adams,  that  the  advocacy  components  of  the  OAA 
may  be  strengthened  in  the  current  reauthorization  of  the  Older  Americans  Act.  I  see  no 
particular  conflict  in  Aging  Network  agencies  serving  as  case  managers  and  also  fulfilling 
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an  advocacy  function.  Indeed,  it  is  through  their  active  roles  as  case  managers  that 
AAAs  and  network  providers  have  begun  to  articulate  some  of  the  vital  ethical  issues  in 
long-term  care.  In  Pennsylvania  last  spring,  a  group  of  AAAs  sponsored  a  seminal 
conference  on  ethical  issues  in  case  management.  In  Wisconsin  last  week,  the  SUA 
conducted  a  2-day  training  session,  cosponsored  by  our  Resource  Center,  which  was 
attended  by  500  people  and  which  was  entirely  devoted  to  ethical  issues  and  aging  and 
long-term  care.  In  Minnesota  last  year,  the  SUA  presided  over  a  process  known  as  SAIL 
(Seniors  Agenda  for  Independent  Living),  which  gathered  multiple  inputs  of  older 
people  and  experts  to  determine  ways  to  enhance  the  autonomy  and  dignity  of  seniors, 
especially  the  disabled.  To  these  endeavors,  the  Aging  Network  brings  an  important 
ingredient  that  cannot  be  readily  supplied  by  Centers  on  Bioethics,  typically  housed  in 
Health  Sciences  complexes.  This  ingredient  supplied  by  the  OAA  Network  is  its 
knowledge  of  the  everyday  issues  that  arise  within  families  and  that  affect  the  daily  lives 
of  the  elderly.  In  its  advocacy,  the  Aging  Network  can  go  way  beyond  fixation  with  the 
important  but  limited  questions  of  end-of-life  treatments  to  considerations  of  autonomy, 
justice,  and  beneficence  in  the  way  ordinary  services  are  allocated  and  delivered  to 
functionally  impaired  persons. 

It  is  true  that  care  coordination  and  case  management  has  within  it  a  tension 
between  advocacy  to  serve  a  particular  client  and  resource  allocation  to  serve  a 
community  of  clients.  However,  this  is  not  a  reason  for  the  Aging  Network  to  avoid  and 
to  withdraw  from  the  vital  roles  of  case  management.  Rather  it  is  a  reason  for  Network 
personnel  to  give  special  attention  to  the  ethical  ramifications  of  its  case  management 
work,  and  to  carefully  consider  all  the  case  management  procedures  and  content  from  an 
ethical  perspective— including,  informed  consent,  assessment  (including  assessment  of 
values),  care  planning,  confidentiality,  contractual  arrangements  with  agencies,  and  even 
the  ethics  of  maintaining  waiting  lists  for  assessments.  Proper  safeguards  are  needed  to 
avoid  conflicts  of  interest  among  case  managers  or  development  of  elaborate 
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bureaucratic  procedures  that  lose  sight  of  the  goal  of  serving  clients.  Few  AAAs  are 
delivering  services  directly,  so  that  the  potential  conflict  between  AAAs  as  case  managers 
and  as  service  providers  is  unlikely  to  occur.  Case  management,  itself,  is  not  a  service. 
Like  I&R,  it  is  an  administrative  function.  In  situations  where  AAAs  are  contracting 
both  case  management  and  service  provision  to  the  same  providers,  it  will  be  necessary 
to  re-examine  that  strategy  to  avoid  conflicts  of  interest,  but  there  seems  to  me  nothing 
inherent  in  the  OHA  to  prevent  vigorous  advocacy  and  skilled  case  management  to 
coexist  in  the  Network. 

Our  Minnesota  Resource  Center  has  recently  completed  interviews  with  250 
randomly  selected  publicly  subsidized  case  managers  from  more  than  50  programs  in  10 
states.  All  but  25  of  the  respondents  were  Aging  Network  personnel.  The  respondents 
identified  many  ethical  issues  that  face  them  in  their  work,  and  they  did  so  from  their 
traditional  perspective  as  advocates.  Had  they  not  been  advocates,  I  doubt  that  they 
would  have  identified  the  issues  so  thoroughly  and  so  well.  As  the  one  LTC  Resource 
Center  with  ethics  as  pan  of  its  formal  mission,  we  have  been  struck  by  the  sensitivity  of 
SUAs  and  AAAs  to  ethical  themes,  and  their  desire  to  develop  case  management 
approaches  that  enhance  the  independence  of  older  people. 

Thank  you  for  inviting  my  testimony  and,  indirectly,  for  establishing  National 
Long-Term  Care  Resource  Centers  to  serve  the  Aging  Network. 
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Prepared  Statement  of  John  A.  Capitman 


I  am  pleased  to  have  this  chance  to  testify  before  the 
Subcommittee  on  Aging  of  the  Senate  Labor  and  Human  Relations 
Conimittee  on  the  current  and  potential  roles  of  the  Older  Americans  Act  and 
the  aging  network  in  home  and  community  based  care.  Perhaps  the  greatest 
contribution  of  the  Act  and  the  network  has  been  fostering  an  appreciation 
for  the  complex  challenges  we  face  as  a  nation  committed  to  caring  for  our 
mothers  and  fathers  during  the  last  years  of  life.  A  major  role  for  the  Older 
Americans  Act  remains  in  building  and  maintaining  state  and  local  chronic 
care  systems  that  address  these  challenges. 

Along  with  other  researchers  at  Brandeis,  I  have  examined  alternative 
approaches  to  reforming  the  financing  and  delivery  of  health  and  social 
services  for  elders.  Many  of  the  most  promising  national  initiatives  assign 
long-term  care  management  to  states  and  localities.  Further,  as  one  of  the 
Administration  on  Aging's  National  Aging  Resource  Centers  on  long-term 
care,  we  have  provided  technical  assistance  to  State  Units  and  Area  Agencies 
on  Aging.  A  crucial  pan  of  this  work  has  been  articulating  the  minimal 
features  of  long-term  care  infrastructure  -  the  array  of  direct  services  and  the 
adrninistratfve  apparatus  for  coordinating  and  managing  funding  sources, 
hnking  prospective  clients  with  appropriate  care  on  an  ongoing  basis,  and 
ensuring  the  quality  and  efficiency  of  service  provision. 

I  believe  ensuring  the  adequacy  of  long-term  care  irifxastructure  through 
service  delivery  and  advocacy  should  be  a  major  aging  network  goal  in 
fulfilling  the  Older  Americans  Act  mission.  The  National  Eldercare  Campaign 
recently  launched  by  U.S.  Commissioner  on  Aging,  Dr.  Joyce  Berry  highlights 
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the  need  for  a  continued  focus  on  capacity  building.  Our  research  indicates 
that  the  delivery  system  for  long-term  care  is  inadequate  in  many  states  and 
localities.  Nonetheless,  the  states  that  have  built  the  strongest  delivery 
systems  for  long-term  care  have  built  a  coalition  between  the  aging  network 
and  other  programs  as  indicated  by  active  participation  by  the  SUA  and/or 
AAAs  in  administration  of  Medicaid  2176  home  and  community  based  care 
programs. 

In  working  with  state  and  local  long-term  care  programs,  time  and  again, 

we  are  reminded  of  the  diversity  of  elders  in  this  country.  Elders  differ  not 

only  from  the  perspectives  of  gender,  race,  ethnicity,  geography,  and  lifestyle, 

but  also  in  terms  of  the  kinds  of  assistance  they  require  to  retain  or  regain 

community  residence.  It  is  becoming  clear  that  long-term  care  systems  that 

address  this  diversity  are  most  likely  to  help  chronically  ill  elders  avoid 

unnecessarily  painful  or  costly  outcomes.     Four  major  categories  of 

community-oriented  service  needs  can  be  identified: 

Assistance  with  household  maintenance:  Eight  percent  of  community 
resident  eiders  need  help  with  instrumental  activities  of  daily  living  but 
not  with  personal  care.  Most  of  this  help  is  provided  by  informal 
caregivers,  but  those  who  face  poverty -or  isolation  may  be  particularly 
at  risk  of  adverse  health  and  social  outcomes  as  a  result  of  unmet  needs 
for  help  with  these  activities. 

Home  and  communitv-based  assistance  with  personal  care:  About  10% 
of  community  resident  elders  need  assistance  in  performing  one  or  more 
of  the  activities  of  dairy  Irving,  with  6%  requiring  help  with  2  or  more 
tasks.  Individuals  with  severe  cognitive  loss  may  also  require  human 
assistance  with  life-sustaining  and  personal  care  activities  on  a  regular 
basis.  Most  of  this  help  is  provided  by  informal  caregive-s. 

Skilled  attention  to  medical  complexity:  While  long-term  care  is  usually 
defined  by  physical  and  mental  disability,  these  disabilities  are  the 
sequelae  of  medical  conditions  that  can  require  ongoing  skilled  nursing 
or  physical  therapy,  occupational  therapy,  or  related  rehabilitative 
services.  Conservatively,  at  least  one  third  of  those  who  require 
assistance  with  household  maintenance  or  personal  care,  also  require 
health  monitoring.  These  care  needs  often  extend  beyond  the  limits  of 
current  Medicare  coverage. 
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Transition  and  crisis  management:  Transitions  between  service  levels 
and  settings  for  care  characterize  the  long-term  care  population.  Most 
nursing  home  and  home  health  admissions  are  for  relatively  short-stays 
following  acute  care  episodes,  and  physically  or  mentally  disabled  elders 
have  far  more  frequent  hospitalizations.  Transitions  between  home, 
hospital,  nursing  home,  home  health,  and  paraprofessional  home  care 
can  become  crises  for  patients  and  families  that  require  professional 
intervention-  Recovery  from  acute  illness  and  dramatic  changes  in 
health  status,  functioning,  and  informal  care  resources  can  require  short- 
term  use  of  institutional  or  community  services. 

Based  on  evaluations  of  demonstrations  and  studies  of  how  to  build 
clinically  responsive,  cost-effective,  and  high  quality  state  programs,  the 
features  of  long-term  care  mfrastructure  that  can  address  this  diversity  can  be 
described.  Eight  characteristics  of  state  systems  appear  to  be  crucial  and  are 
defined  in  some  detail  in  Figure  1.  These  infrastructure  features  can  be  built 
through  a  variety  of  public  and  private  financing  approaches  and  in  many 
different  agency  structures.  They  need  to  be  present  in  all  of  the  communities 
of  a  state,  not  just  major  urban  centers  or  demonstration  counties,  in  order 
to  provide  elders  with  equitable  access  to  affordable  and  high-quality  services. 

Five  of  these  criteria  reference  the  mechanisms  for  coordination  and  control 

of  the  service  system: 

•  Pre-admission  screening  allows  potential  long-term  care  users  to 
make  informed  choices  about  the  setting  and  type  of  care  best 
suited  to  their  service  needs  while  giving  payers  confidence  that 
less  costly  options  have  been  considered; 

•  Comprehensive  assessment,  planning,  and  management  of  home 
and  community  oriented  services  help  users  and  their  informal 
caregivers  access  the  care  they  need  when  they  need  it  while 
helping  payers  coordinate  financing  streams  and  provider 
accountability; 

•  Single  entry  systems  at  the  state  and  local  level  permit  users  and 
potential  users  to  gain  access  to  screening  and  care  management 
rather  than  being  lost  in  bureaucratic  maze,  while  public  and 
private  providers  are  given  a  clear  basis  for  accountability; 

•  Medical  linkage  gives  clients  the  chance  to  make  seamless 
transitions  between  acute  and  long-term  care  through  explicit 
formal  links  between  health  care  (hospitals,  physicians,  and  home 


102 

health  agencies)  and  home  or  community  care  providers,  and  gives 
providers  full  knowledge  of  client  conditions  and  treatments  and 
services  rendered  in  both  sectors  of  care;  and 

•  Tn^iranre  oversight  including  state  monitoring  of  loss  ratios  and 
other  features  of  private  long-term  care  insurance  protect 
consumers  and  encourages  private  financing  by  increasing  their 
confidence  in  available  insurance  products. 

In  addition,  three  infrastructure  criteria  address  the  availability  of  services  and 

the  mechanisms  for  provider  accountability.  The  access  and  quality  assurance 

components  of  infrastructure  include: 

•  Licensure  or  certification  of  agencies  or  directly  hired  individuals 
that  provide  home  and  community  services  can  encourage  both 
high  quality  care  and  needed  growth  in  the  labor  market  for 
paraprofessional  service; 

•  Contracts  or  memoranda  of  understanding  between  states  and 
local  care  coordinators,  and  between  these  agencies  and  direct 
service  providers  are  needed  to  ensure  explcit  oversight  and 
sanctions  that  increase  the  efficiency  of  service  delivery,  and 

•  Services  including  home  health,  personal  care/homemaker,  adult 
day  care,  and  assisted  transportation  need  to  be  available  so  that 
elders  and  their  families  can  create  care  plan  options  that  support 
continued  community  living. 

A  survey  of  the  1989  long-term  care  infrastructure  in  every  state  and  the 
District  of  Columbia  was  completed  by  our  National  Aging  Resource  Center 
last  year.  Respondents  included  representatives  of  all  major  health  and  social 
service  providers  in  each  state  with  responsibilities  for  eldercare,  including  the 
aging  network  agencies.  Figure  2  summarizes  some  of  the  major  results  from 
this  survey.  While  there  have  been  some  changes  in  state  infrastructure  since 
this  work  was  completed,  the  results  do  suggest  that  the  majority  of  elders  in 
this  country  cannot  rest  assured  that  an  adequate  long-term  care  system  will 
be  available  to  them  when  the  need  arises.  Long-term  care  capacity  building 
is  an  unfinished  task  in  this  country. 

The  survey  findings  do  indicate  real  progress  has  been  made  or  can  be 
expected  some  states.  At  least  nine  states  have  developed  systems  with  most 
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of  the  coordination  and  control  features,  and  access  to  many  needed  services 
in  most  communities.  These  states  do  not  spend  more  per  capita  on  all  long- 
term  care  than  do  some  of  the  states  with  the  least  well-developed  systems. 
Further,  many  of  the  states  where  the  long-term  care  system  was  rated 
inadequate  have  excellent  services  and  administrative  structures  in  major 
urban  areas  and  demonstration  counties  but  poor  services  and  structures  in 
the  remainder  of  the  state.  If  a  constituency  for  long-term  care  services  can 
be  mobilized  in  these  states  through  education  and  advocacy  efforts,  the 
direction  for  further  development  seems  clear. 

Figure  3  shows  one  more  important  set  of  findings  that  are  directly 
related  to  this  hearing  and  the  role  of  the  Older  Americans  Act  in  home  and 
community  based  care.  In  seven  of  the  nine  state  with  the  strongest  long-term 
care  systems,  the  SUA  and  AAA' system  plays  an  active  role  in  administering 
the  Medicaid  2176  home  and  community  based  care  waiver  program  In  these 
states,  Federal,  state  and  sometimes  local  funding  has  been  channeled  through 
unified  delivery  system,  and  the  efficiencies  gained  through  this  coalition 
approach  have  allowed  for  attention  to  a  broad  range  of  access  and  quality 
issues  in  long-term  care.  The  two  exceptions  among  these  most  developed 
states  are  Maryland  and  Minnesota.  In  Minnesota  the  SUA/AAA  network 
plays  major  advocacy  and  service  delivery  roles  for  those  who  do  not  qualify 
for  Medicaid,  while  Maryland  does  not  participate  in  the  Medicaid  2176 
program,  but  uses  the  SUA  and  AAA  system  as  part  of  its  program  built 
around  the  Medicaid  personal  care  option  and  considerable  state  investment 
in  community  care. 

Aging  network  coalitions  with  Medicaid  2176  do  not  ensure  that  an 
adequate  long-term  care  infrastricture  has  been  created.  As  Figure  3  shows, 
8  of  the  27  states  that  still  face  significant  capacity  building  challenges  have 
used  the  SUA  and  AAA  system  in  the  administration  of  home  and  community 
care.  Yet  even  in  some  of  the  these  states  (California,  Ohio,  and 
Pennsylvania)  the  AAA's  play  a  major  role  in  home  and  community  care 
programs  in  the  selected  communities  where  long-term  care  capacity  has  been 
built. 
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Clearly,  the  particular  criteria  for  adequacy  used  here  could  be  debated. 
I  believe  that  such  discussion  is  needed  in  almost  every  state,  and  that  the 
aging  network  should  have  an  explicit  focus  on  creating  opportunities  to  reach 
state  and  local  consensus  on  what  constitutes  adequate  home  and  community 
care  options  for  elders.  Through  the  focus  on  advocacy,  the  Older  Americans 
Act  and  the  aging  network  are  the  logical  vehicles  for  fostering  such  consensus 
building.  The  experiences  of  states  do  not  indicate  that  these  advocacy  roles 
preclude  participation  in  pre-admission  screening,  care  management,  and 
quality  assurance.  Most  aging  network  leaders  seem  convinced,  however,  that 
system  coordination  functions  and  advocacy  cannot  be  performed  adequately 
by  agencies  that  are  direct  providers  of  care.  Further,  recent  experience  in 
states  facing  severe  fiscal  crises  or  unexpected  growth  in  demand  for  long-term 
care  report  that  it  is  difficult  to  both  advocate  for  the  needs  of  elders  and 
develop  acceptable  approaches  to  budget  reductions  or  further  rationing  of 
care. 

Our  research  does  indicate  that  there  is  a  continued  vital  need  for  aging 
network  participation  in  development,  implementation,  and  maintenance  of 
home  and  community  long-term  care  systems.  The  Older  Americans  Act  can 

strengthen  this  role  by: 

•  Insisting  on  the  development  of  comprehensive  approaches  to 
community  long-term  care  capacity  building  and  service  provision; 
and 

•  Viewing  the  network  as  both  a  vehicle  for  planning  and  as  an 
active  participant  in  assisting  potential  users  of  public  and 
privately  financed  services  to  gain  access  to  care,  as  well  as  in 
ensuring  affordable,  efficient,  coordinated  and  high  quality  care 
for  users. 

Finally,  two  other  challenges  are  directly  related  to  the  capacity  of  state 

and  local  governments  to  create  and  sustain  adequate  community  long-term 

care  infrastructure.  I  believe  that  these  two  issues  should  be  highlighted  as 

the  role  of  the  Older  Americans  Act  and  the  aging  network  are  reviewed: 

(1)  Cultural  diversity:  There  is  confirming  evidence  that  elders  from 
racial  and  ethnic  rninority  groups,  elders  in  less  affluent 
neighborhoods,  and  elders  in  rural  areas  have  inadequate  access 
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to  community  long-term  care  services.  Recent  studies  indicate 
that  these  differences  are  at  least  partially  caused  by  the 
orientations  of  providers  to  diversity  and  their  level  of 
understanding  for  the  unique  issues  in  serving  these  populations. 
The  Administration  on  Aging  and  the  network  should  continue  to 
have  a  special  advocacy  and  service  delivery  focus  on  those  who 
are  least  well  served  in  current  systems. 

Long-term  care  labor  force:  Cafe  for  the  chronically  ill  and 
disabled  aged  requires  special  interpersonal  and  technical  skills, 
and  yet  nursing  home,  home  care,  and  day  care  workers  receive 
lower  wages  and  less  adequate  benefits  than  any  other  job 
category.  The  Administration  on  Aging  and  the  aging  network 
should  be  directed  to  continue  their  attention  to  the  quality  of  life 
and  work  of  those  who  care  the  aged  as  a  major  quality  of  care 
issue. 
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Prepared  Statement  of  Mary  Gardiner  Jones 


Good  morning.  I  an  Mary  Gardiner  Jones,  member  of  OWL's.  board  and 
chair  of  OWL's  Public  Policy  Committee,  owl  is  a  national  non 
profit  membership  organization  that  addresses  the  special  concerns 
of  midlife  and  old*r  women.  OWL's  goals  are  to  achieve  economic  and 
social  equity  for  midlife  and  older  women,  to  improve  their  image 
and  status  and  to  provide  mutual  support  for  its  members.  OWL  has 
18,000  members  and  aore  than  110  chapters  in  36  states. 

As  part  of  its  work  on  behalf  of  midlife  and  older  women,  OWL  has 
focused  its  research  and  resources  on  the  needs  of  women  for  long 
term  care,  on  the  lack  of  access  of  women  to  health  care,  on  the 
problems  of  long  term  care  workers  in  our  economy  and  on  the  lower 
social  security  and  pension  benefits  available  to  ^ornen  as  compared 
with  men.  This  work  plus  its  contacts  with  its  members  and  their 
experiences  coping  with  the  onset  of  aging  and  also  with  caregiving 
have  given  it  special  insights  into  the  home  care  needs  of 
Americans  in  the  United  States. 

The  need  for  home  based  services  is  a  growing  issue  of  universal 
concern  in  the  Onited/  States.  It  is  a  family  issue  affecting  all 
generations-  the  elderly  who  need  assistance  with  their  daily 
living  activities  and  families  of  aging  relatives  who  are  finding 
it  increasingly  difficult  to  give  them  the  care  they  need.  A  1988 
AARP  and  Villers  Foundation  survey  found  that  over  60%  of  the 
families  surveyed  had  some  experience  with  the  need  for  long  term 
care. 

Elaine  Brody  of  the  Philadelphia  Geriatric  Center  described  the 
people  who  called  her  Center  for  help  on  a  typical  day: 

•  an  exhausted  7  0   year   old  woman  who  could  no   longer  go  or. 

caring    for   her    disabled,    9  3    year   old   mother;    a  recently 
widowed  50  year  old  who  had  just  completed  her  education  in 
preparation  for  a  return  to  work,  but  found  that  her  mother 
had    Alzheimer's    disease    and    could    not    be    left    alone;  a 
couple  in  their  late  60s  with  three  frail  parents  between 
them;  a  divorcee  of  57  who  was  caring  for  two  disabled  sons, 
a  16  year  old  grandchild  and  an  87  year  old  wheelchair  bound 
grandmother;  and  a  young  couple  in  their  early  3  0s  about 
to  have  their  first  child,   who  had  taken  two  older  people?- 
into  their  home-  the  wife's  terminally  ill  mother  and 
the  confused,   incontinent  grandmother  for  whom  the  mother 
had  been  caring. 

The  elderly  are  the  fastest  growing  population  group  in  the 
country.  One  in  eight  Americans  is  over  the  age  of  65.  By  2031  one 
in  five  Americans  will  be  over  the  age  of  65.  In  the  District  of 
Columbia,  it  is  estimated  that  the  number  of  residents  over  75  as 
of  1980  will  double  by  the  year  2000. 

Women  make  up  the  great  majority  of  the  elderly.  At  age  75,  women 
outnumber  nen  by  a  two  to  one  ratio.  For  individuals  who  reach  85, 
lengthening  life  expectancy  increased  24*  between  1960  and  1990  and 
is  expected  to  increase  another  44*  by  204  0. 
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But  for  many,  increased  life  expectancy  can  be  a  mixed  benefit.  As 
people  live  to  increasingly  advanced  age,  more  and  more  need  care 
and  companionship.  And  as  they  age,  they  confront  increasing 
problems  of  illness,  disability  or  frailty.  Women  more  than  men  are 
prone  to  debilitating  diseases  such  as  strokes,  heart  disease, 
arthritis,  osteoporosis  and  alzheimer's.  Moreover,  the  prevalence 
of  non  life  threatening  but  frequently  disabling  conditions 
increases  with  age-  one  study  postulated  that  for  each  good  active 
year  added  to  life  expectancy,  about  3  to  5  compromised  years  may 
be  expected. 

Tragically,  a  large  proportion  of  women  have  to  cope  with  their 
advancing  age  alone.  Seven  out  of  10  women  live  without  a  spouse  or 
are  totally  alone.  Forty  one  percent  of  the  frail  elderly  live 
alone.  In  1986,  a  total  of  8  million  citizens  over  the  age  of  65 
were  living  alone  of  whom  about  80%  were  women.  Ironically,  the 
sick  and  elderly  are  more  likely  to  be  living  alone  than  those  who 
are  well.  Nearly  one  half  of  those  persons  reporting  illness  or 
disabilities  lived  alone  in  contrast  to  only  26%  of  the  well  who 
lived  alone. 

Medical  research  shows  that  isolation  is  a  prime  cause  of  illness 
and  death,  and  that  activity,  both  mental  and  physical,  can  delay 
or  reduce  deterioration  among  the  elderly.  Providing  services  to 
the  frail  elderly  would  cut  their  death  rate  and  reduce  the  high 
cost  of  their  medical  care. 

A  significant  portion  of  midlife  and  older  women  nave  woefully 
inadequate  incomes  to  see  them  through  their  last  years.  In  1984, 
for  women  aged  65  and  older,  their  median  income  was  $6020  compared 
to  $10,450  for  men. 

Many  elderly  in  need  of  in  home  assistance  are  not  acutely  ill. 
They  cannot  look  to  medicare  or  medicaid  to  provide  them  with  the 
type  and  range  of  personal  services  they  need  to  remain  in  their 
homes.  Help  with  bathing,  dressing,  toiletting  and  eating  can  make 
the  difference  to  whether  an  elderly  person  can  remain  in  her  home 
or  must  face  institutionalization. 

AARP's  survey  of  the  elderly  underscored  their  virtually  unanimous 
desire  to  remain  at  home  as  long  as  possible.  For  many,  without 
help  in  the  home  the  option -to  remain  at  home  is  simply  not 
available.  Surveys  in  Virginia  and  Minnesota  found  that  20  to  30% 
of  clients  in  nursing  homes  could  have  been  cared  for  in  the 
community. 

Institutionalization  is  not  only  costly,  it  is  too  often 
unnecessary  and  always  the  least  desirable  alternative  to  the 
elderly  involved.  As  one  Oregon  Social  Services  administrator  put 
it:  "Most  of  [his  clients]  just  cant  do  what  they  need  to  do, 
whether  its  getting  dressed  or  taking  their  medicine.  Long  term 
care  is  not  a  medical  problem  but  too  often  we  put  them  in  nursing 
hones  where  they  have  less  control  over  their  lives  and  less 
freedom  than  the  average  prison  inmate." 

Not  only  is  home  care  the  more  humane  solution,  it  is  also  the  most 
cost  effective.  It  is  well  documented  that  home  care  costs 
significantly  less  than  skilled  nursing  care.  In  fiscal  1988, 
medicaid  reimbursed  an  individual's  home  care  at  $3408  as  compared 
with  $34,500  annually  for  an  intermediate  bed  and  $43,475  for  a 
skilled  bed.  Providing  personal  services  to  the  elderly  is 
substantially  less  costly  than  either  of  these  options. 
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Americans  are  devoted  to  a  belief  in  self  help,  volunteer  ism  and 
family  values.  We  are  a  compassionate  people.  These  characteristics 
of  Americans  have  operated  to  generate  substantial  voluntary  care 
giving  activities.  But  these  voluntary  activities  can  no  longer 
meet  the  care  giving  needs  of  the  elderly. 

Host  of  today's  caregivers  are  women.  It  is  -estimated  that  women 
spend  an  average  of  17  years  caring  for  their  children  and  18  years 
caring  for  aging  parents  or  relatives.  They  are  constantly  trying 
to  juggle  their  caregiving  and  work  place  responsibilities.  One' out 
of  five  employees  over  30  provides  care  for  an  elderly  person.  Some 
women  find  they  have  to  quit  their  jobs,  transfer  to  part  time  or 
pass  up  promotions  in  order  to  keep  up  with  their  care  giving 
responsibilities.  An  AARP  study  found  that  14%  of  part  time  workers 
had  quit  full  time  jobs  to  care  for  elderly  person. 

Caregiving  is  exhausting  emotionally  draining  work.  Frequently, 
care  givers  carry  that  burden  alone  and  isolated.  They  have  no  time 
to  meet  their  own  needs  for  companionship/  support  and  occasional 
diversion  not  to  speak  of  shopping  and  the  myriad  of  other 
activities  required  to  manage  a  household.  The  result  is  that  they 
often  lose  their  health  benefits,  jeopardize  their  own  health  and 
earn  lower  incomes  which  translates  into  lower  social  security  and 
pension  benefits  when  they  reach  65. 

An  OWL  member  wrote  to  us  about  her  sister's  experiences  with 
trying  to  care  for  her  elderly  parents.  She  wrote: 

For  ten  years  my  sister  gave  up  her  own  personal  life 
to  care  for  our  elderly  parents.  She  was  unable  to  gat 
adequate  help  so  was  frequently  faced  with  caring  for 
them   24   hours   a  day. . .  .    Finally,    it  became   too  much  of  a 
responsibility.  Reluctantly  they  had  to  be  in  a  nursing 
home  for  the  last  two  years  of  their  lives. 

Her  situation  is  unfortunately  all  too  typical  of  the  impossible 
situations  in  which  caregivers  find  themselves.  As  one  caregiver 
put  it:  "When  you  have  some  one  in  your  home  who  needs  constant 
care,  there  is  no  day  nor  night." 

The  neid  for  respite  care  for  caregivers  is  as  essential  as 
providing  personal  care  services  to  the  elderly  themselves.  A  New 
Jersey  woman  tells  of  the  relief  she  felt  when  a  health  worker  came 
to  her  home  for  2  hours  a  day  twice  a  week.  "It  may  not  sound  like 
much,"  she  said,  "but  it's  made  all  the  difference.  I  couldn't  lift 

my  mother-in-law  to  bathe  her  and  care  for  her  terminally  ill 

father  as  well.  I  couldn't,  I  physically  couldn't  manage  any  more. 
It's  a  Godsend.  Without  it,  I  might  have  had  to  put  her  in  a 
nursing  home." 

The  needs  are  enormous.  The  number  of  people  who  will  need  some 
form  of  in-home  services  is  projected  to  triple  by  the  year  2030. 
Yet  we  cannot  even  meet  today's  needs.  Adult  day  care  centers  can't 
begin  to  meet  the  demand.  Waiting  lists  abound  for  all  services.  At 
the  same  time,  the  pool  of  caregivers  available  to  provide  unpaid 
care  is  shrinking.  More  women  as  they  grow  older  are  alone-  either 
n^ver  married,  or  widowed  or  divorced.  Gone  are  the  families  with 
four  children.  An  increasing  number  of  their  children  live  in  other 
cities  or  are  in  the  labor  force  and  unable  to  carry  the  dual 
burdens  of  caregiving  and  employment. 
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As  a  nation  we  have  refused  to  come  to  grips  with  the  implications 
of  our  rapidly  growing  elderly  population  and  the  increasing  life 
expectancy  which  medical  science  and  nutrition  has  made  possible 
for  all  of  us. 

The  Older  Americans  Act  is  the  only  program  that  the  elderly  can 
look  to  to  help  them  live  out  their  lives  with  dignity  and 
independence.  The  Older  Americans  Act  is  the  only  federal  program 
which  provides  a  broad  range  of  community  based  in-home  services 
which  literally  sake  the  difference  for  the  elderly  of  living  out 
their  lives  in  loneliness  and  despair  or  of  being  able  to  enjoy  a 
basic  quality  of  life  in  their  own  community  with  dignity  and  self 
respect - 

The  Older  Americans  Act  has  recognized  the  pride  and  independence 
which  i6  such  an  integral  part  of  Americans  and  especially  the 
elderly.  It  does  not  force  the  elderly  to  demean  themselves  and 
proclaim  their  lack  of  means  or  outrig-ht  poverty  before  it  will 
lend  a  helping  hand.  The  elderly  contribute  what  they  can  to  the 
services  provided.  Speaking  for  one  home  care  agency  in  the 
District  with  which  I  am  connected,  the  contributions  suggested  by 
the  agency  are  paid  by  80%  of  our  clients.  But  we  also  know  that 
many  of  our  elderly  clients  would  rather  go  without  a  meal  than 
have  to  document  their  inability  to  pay  for  it.  We  know  that  the 
hot  lunch  program  provided  by  one  of  our  Senior  Centers  in  the 
District  would  be  largely  unattended  if  we  changed  our  voluntary 
contribution  policy  to-  comply  with  a  mandatory  cost  sharing  policy 
in  which  eligibility  to  attend  would  have  to  be  documented 

It  is  essential  that  we  continue  the  current  rationale  of  the  Older 
Americans- Act.  Self  pride  and  independence  are  sometimes  the  only 
things  that  the  elderly  can  hang  on  to .  We  cannot  as  a  nation 
disserve  them  and  ignore  their  basic  humanity. 

Nor  should  we  attempt  to  dictate  to  the  states  which  of  the  broad 
range  of  community  based  in-home  services  should  be  given  priority. 
One  of  the  major  contributions  of  the  Office  on  Aging  is  its 
flexibility  and  its  wisdom  that  only  the  states  and  local  area 
offices  can  really  know  what  groups  in  their  communities  are  most 
in  need  of  services  and  which  services  are  most  essential  to  meet 
these  needs. 

The  Offices  on  Aging  are  truly  public  private  partnerships  of 
federal,  state  and  local  governments  and  the  volunteer  non  profit 
sectors  in  their  communities  working  together  to  meet  the  needs  of 
both  the  elderly  and  the  voluntary  caregiver.  We  must  maintain  the 
Act  in  its  present  structure  and  provide  it  with  sufficient  funds 
so  that  it  can  continue  to  be  an  effective  catalyst  to  the 
thousands  of  communities  in  this  country  that  are  trying  to  meet 
the  needs  of  their  older  fellow  citizens. 
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Prepared  Statement  of  Dr.  Linda  Redford 

INTRODUCTION 

Mr.  Chairman  and  distinguished  members  of  the  Subcommittee, 
I  am  Linda  Redford,  Assistant  Professor  in  the  Health  Services 
Program  at  the  University  of  Kansas  in  Lawrence.     I  am  also  Chair 
of  the  National  Institute  on  Community-based  Long-term -Care 
(NICLC),   a  constituent  unit  of  the  National  Council  on  the  Aging. 
I  am  here  today  representing  the  National  Council  on  the  Aging. 

NCOA  is  pleased  to  join  you  in  considering  changes  in  the 
Older  Americans  Act.     The  National  Council  on  Aging  conducts 
research  and  demonstration  projects,  provides  training  and 
technical  assistance,   disseminates  information  and  develops 
program  standards  such  as  our  recently  published  standards  for 
care  management,   for  senior  centers,   and  adult  day  care  centers. 

The  community-based  long-term  care  system  is  part  of  a 
comprehensive  continuum  of  services  which  include  health,  social, 
and  supportive  services  from  transportation  to  long-term 
institutional  care.     The  National  Institute  on  Community-based 
Long-term  Care  was  founded  as  a  constituent  unit  within  NCOA  in 
1983.     NICLC  provides  a  locus  for  the  exchange  of  knowledge  and 
expertise  relating  to  the  research,  development,  financing, 
delivery  and  management  of  community-based  long-term  care. 

In  addition  to  NICLC,  NCOA  encompasses  eight  other 
constituent  units  and  member  organizations  that  provide  services 
to  millions  of  Americans: 

o  The  National  Association  of  Older  Worker  Employment 

Services  (NAOWES) 
o  The  National  Center  on  Rural  Aging  (NCRA) 
o  The  National  Institute  on  Adult  Day  Care  (NIAD) 
o  The  National  Institute  of  Senior  Centers  (NISC) 
o  The  National  Institute  of  Senior  Housing  (NISK) 
o  The  National  Voluntary  Organizations  for  Independent 

Living  for  the  Aging  (NVOILA) 
o  The  Health  Promotion  Institute  (HPZ) 
o  The  National  Interfaith  Coalition  on  Aging  (NICA) 

Mr.  Chairman,   I  have  attached,  to  the  full  text  of  my 
testimony,   the  NCOA  position  statement  on  the  reauthorization  of 
the  Older  Americans  Act  and  those  of  some  of  our  constituent 
units . 

LONG-TERM  CARE  EXPANSION  UNDER  THE  OLDER  AMERICANS  ACT 

For  more  than  two  decades,  the  Older  Americans  Act  has 
provided  an  array  of  advocacy,  nutrition,  and  social  services 
under  Title  III  such  as  congregate  and  home-delivered  meals, 
transportation,   information  and  referral,  visiting  and  telephone 
reassurance,  homemaker,   ombudsman,  and  legal  services. 

In  more  recent  years,  this  service  spectrum  has  been 
expanded  to  include  the  following  among  others: 

o  in-home  services  for  the  frail  elderly: 

o  additional  assistance  to  those  with  special  needs; 

o  home  health  aide  services; 

o  supportive  services  for  families  of  Alzheimer' s  Disease 
patients;  and 
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o  coordination  of  services  for  those  with  disabilities  and 
in  need  of  community-based  long-term  care. 

Yet  the  OAA  has  never  received  adequate  funding  for  basic 
social  services.     The  addition  of  long-term  care  services,  also 
with  inadequate  funding  levels,  has  resulted  in  the  basic' 
services  of  the  OAA  being  eroded  further.     In  short,   the  OAA  has 
become  overprogrammed  and  underfunded. 

State  units,  area  agencies  on  aging,   and  services  providers, 
faced  with  depleted  funding  and  an  expanding  population  of  older 
persons,   have  increasingly  directed  services  to* those  who  are 
most  frail  and  vulnerable  for  institutionalization.     It  is 
understandable  why  this  has  occurred.     The  needs  of  the  frail  and 
disabled  in  our  society,  particularly  those  with  limited  economic 
and  social  resources,  are  immediate  and  heart-rendering.  Attempts 
to  respond  to  this  need  by  adding  long-term  care  services  in  the 
OAA  is  admirable,  but  this  solution  is  inadequate  and 
inappropriate . 

NCOA  supports  the  continuation  of  long-term  care  services 
currently  provided  under  the  Older  American's  Act,  but  we  do  not 
advocate  a  significant  expansion  of  these  services  nor  do  we 
support  the  inclusion  of  additional  in-home  and  other  long-term 
care  services  under  this  Act. 

0 

Mr.   Chairman,   it  is  time  this  country  develops  a  long-term 
care  policy  and  implements  a  system  of  care  which  serves  all 
Americans  in  need  of  long-term  care,   regardless  of  age  or  type  of 
disability.     Such  a  system  must  be  adequately  funded  and  operate 
under  national  standards  to  ensure  that  the  needs  of  people  can 
be  met  at  the  most  effective  and  efficient  level  and  by 
appropriately  trained  persons.     This  system  and  the  programs 
within  it  must  be  designed  to  integrate  and  have  the  capability 
to  address  both  the  social  and  health  service  needs  of  the  frail 
and  disabled  in  our  population. 

CARE  MANAGEMENT  STANDARDS  ■ 

Care  or  case  management  is  one  of  the  critical  long-term 
care  services  added  to  the  laundry  list  of  OAA  programs  in  the 
last  decade.     Care  management  is  needed  to  ensure  that  long-term 
care  services  are  provided  in  the  most  comprehensive, 
coordinated,   acceptable,  equitable,  and  cost-efficient  approach 
possible.     It  has  been  argued  that  this  is  not  a  direct  service 
and,  therefore,  can  be  appropriately  provided  by  OAA  funded 
programs . 

Whether  care  management  is  a  direct  or  indirect  service  is 
really  not  the  major  issue.     Not  all,  or  even  most,  persons  with 
long-term  care  needs  require  the  highly  intense  and  costly 
services  of  care  management.     Those  persons  who  require  it 
generally  have  very  serious  and  complex  health  and  social 
problems.     Given  the  nature,   intensity,  and  the  frequent 
instability  of  their  situations,  they  should  have  available  tc 
them  and  their  families  highly  educated  and  experienced 
professionals  who  can  assist  them  in  clearly  delineating  and 
addressing  their  health,   social,  financial,   informational  and  ail 
other  needs  important  to  the  maintenance  of  their  optimal  well- 
being  . 

Care  management  should  not,  therefore,  be  delegated  to 
agencies  or  organizations  based  on  a  funding  source.  The 
selection  of  individuals  and  organizations  to  provide  care 
management  should  be  based  on  very  specific  and  stringent 
standards  . 
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NCOA  urges  the  development  of  national  standards  for  both 
the  managers  and  providers  of  long-term  care.     Based  on  these 
standards,    states  should  then  have  the  option  of  selecting  or 
developing  the  organizational  entities  most  appropriate  for 
carrying  out  these  functions.     NCOA  recommends,  as  examples,  the 
inclusion  of  the  following  criteria  in  national  standards. 

Agencies  or  organizations  providing  care  management: 

(1)  should  provide  an  interdisciplinary  focus  and  have  on 
staff,   at  a  minimum,   health  and  social  services 
professionals  to  serve  the  clients; 

(2)  should  not  provide  direct  services,   unless  no  other 
alternatives  are  available.     When  services  are  provided, 
frequent  and  stringent  external  audit  procedures  must  be  in 
place. 

Agencies/organizations  responsible  for  care  management  or 
for  the  direct  provision  of  long-term  care  services: 

(1)  must  have  the  administrative  experience  and  capability 
to  manage  large  and  possibly  diverse  funding  streams; 

(2)  must  have  concise  and  comprehensive  written  and 
implemented  quality  assurance  procedures; 

(3)  must  have  mechanisms  in  place  for  professional,  legal 
and  ethical  accountability  to  their  clients  and  to  the 
public. 

Although  NCOA  does  not  believe  the  Older  Americans  Act  is 
the  appropriate  place  for  the  financing  and  provision  of  long- 
term  care,  programs  under  the  OAA  can  and  must  play  an  active 
role  in  advocating  for  and  facilitating  the  development  of  a 
long-term  care  system  in  this  country.     In  states  where  agencies 
funded  under  the  OAA  meet  the  national  standards  for  managers  or 
providers  of  long-term  care,    it  is  possible  they  may  be  selected 
to  carry  out  this  function. 

However,   their  role  should  not  be  at  the  sacrifice  of  health 
promotion  and  wellness  activities  nor  through  a  reduction  in 
educational  and  advocacy  activities  which  protect  the  rights  and 
promote  the  well-being  of  all  segments  of  older  Americans. 


THE  OLDER  AMERICANS  ACT:   APPROPRIATE  ROLES 

There  are,  in  most  states,  other  organizational  structures 
which  have  a  vast  experience  in  long-term  care.     In  contrast,  OAA 
programs  are  often  the  only  ones  in  states  and  communities 
focusing  on  health  promotion  and  screening,  health  maintenance, 
education,  and  advocacy  related  to  older  Americans. 

A  recent  study  by  NCOA  found  that  health  promotion  is  one  of 
the  primary  services  offered  by  most  senior  centers.     You  will  be 
interested  to  know,  Mr.  Chairman,  that  one  senior  center 
initiating  mammography  screening  identified  breast  cancer  in 
three  of  the  first  eleven  women  screened.     Subsequent  screenings 
have  found  one  in  nine  women  screened  at  the  center,  about  the 
national  average,  had  breast  cancer  and  were  able  to  receive 
early  treatment.     These  services,  duplicated  throughout  the 
country,   are  not  only  enhancing  life  but  saving  lives. 
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In  addition,   the  OAA  has  played  a  substantial  role  in 
adovcating  for  and  protecting  the  rights  of  older  persons. 
Ombudsman,   elder  abuse  prevention,   and  legal  assistance  programs 
protect  legal  rights  of  older  persons  and  assist  them  through  the 
mazes  of  our  bureaucracy.     At  a  time  when  we  have  increasing 
numbers  of  cognitively  and  physically  impaired  older  persons  who 
cannot  speak  for  themselves,  these  programs  need  greater 
resources  and  attention. 

Yet,  there  are  other  pivotal  areas  in  which  OAA  programs  can 
play  a  role  in  long-term  care,  as  well  as  improve  the  lives  of 
all  sectors  of  older  Americans  and  their  families. 

Education 

Educational  programs  for  older  persons  and  their  families 
are  vital .  Information  empowers  persons  to  better  understand  and 
articulate  their  needs,  as  well  as  more  effectively  tap  their  own 
resources  and  those  of  their  informal  and  formal  care  networks. 

Caregivers  need  education  and  support  from  many  * 
perspectives.     Among  other  things,  they  need  to  know  the  latest 
in  caregiving  approaches,  how  and  when  to  call  on  others  for 
assistance,   and  what  assistance  should  be  available  for  them. 
These  types  of  information  are  needed  by  family  caregivers  and  by 
those  who  provide  formal  care  services. 

Inadequate  or  inappropriate  care  from  lack  of  knowledge  and 
"burn-out"  from  exhaustive  ,and  onerous  tasks  is  not  the  province 
of  any  select  group  of  caregivers.     It  occurs  among  family, 
friends,   and  formal  providers  alike.     Today,  families  are  often 
over-burdened  and  the  need  for  care  by  older  persons  far 
outstrips  our  trained  manpower  in  the  formal  care  sector.  OAA 
programs  need  to  provide  or  faciliate  educational  programs, 
support  groups,   and  advocacy  activities  aimed  at  alleviating  this 
situation . 

Data  Collection 

(Jlder  Americans  Act  programs  have  long  collected  needs  data 
on  the  older  population.     Unfortunately,   this  has  not  been  done 
in  the  most  scientific  or  useful  manner.     Systematic  and 
longitudinal  information  on  the  characteristics,  desires,  and 
needs  of  our  older  population  at  the  state "and  local  levels  is 
desperately  needed. 

This  lack  of  information  has  been  a  major  hinderance  to  the 
implementation  of  services  which  most  appropriately  address  long- 
term  care  needs  of  people  at  state  and  local  levels,  as  well  as  a 
roadblock  to  development  of  both  public  and  private  long-term 
care  financing  strategies.     Given  today's  technology,   it  is 
imoractical  to  attempt  to  develop  and  tarqet  services  based  on 
sparse  national  data  sets  and  anecdotal  stories.     The  Older 
Americans  Act  is  a  very  reasonable  conduit  to  facilitate  state 
and  local  data  gathering  activities.     To  that  end,  the  data 
collection  system  of  the  Administration  on  Aging  must  be 
revitalized  to  overcome  the  weaknesses  in  data  collection  on  the 
national,   state,  and  local  levels. 

Information  and  Referral 

Information  and  referral  has  been  an  activity  of  OAA 
programs  since  their  inception.     Today  this  activity  needs  to  be 
expanded  and  made  more  comprehensive  and  effective  in  addressing 
the  needs  of  older  persons  and  those  who  may  coordinate  or 
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provide  their  care.     Older  persons,   their  families,  the 
coordinators  and  the  providers  of  care  need  continually  updated, 
thorough,   and  accurate  information  on  local  providers  cf  services 
and  availability  of  specific  services.     The  information  and 
referral  programs  of  area  agencies  on  aging  should  be  upgraded 
and  maintained  in  computerized  data  systems  to  meet  this  need. 
Attempts  to  provide  and  coordinate  services  for  all  older 
persons,   especially  those  needing  immediate  and  extensive 
services  will  be  less  effective  and  far  more  costly,   if  such 
information  systems  are  not  in  place,  and  regularly  updated. 

CONCLUDING  REMARKS 

Is  the  Older  American's  Act  the  appropriate  mechanism  for 
long-term  care  coordination  and  service  provision?     Probably  not. 
Persons  requiring  intensive  and  extensive  long-term  care  services 
have  multiple  and  complex  health  and  social  needs.     The  provision 
and  coordination  of  services  to  these  people  requires  the 
integration  of  knowledge  and  skills  from  the  health,  medical,  and 
social  service  disciplines,   as  well  as  experience  in  managing 
large  and  complex  funding  sources. 

To  attempt  to  address  serious  and  chronic  health  problems 
under  the  Older  Americans  Act — while  sacrificing  those  programs 
which  focus  on  reducing  or  delaying  functional  disability  in 
older  persons  in  the  process — may  well  be  a  serious  mistake, 
resulting  in  greater  burdens  of  frailty  in  subsequent  years. 

I  would  like  to  conclude,  Mr.  Chairman  and  members  of  the 
Subcommittee,  with  a  plea  that  you  give  serious  consideration  to 
the  proper  placement  of  long-term  care  services  during  your 
deliberations. 
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POSITION  STATEMENT 
of  the 

THE  NATIONAL  COUNCIL  ON  THE  AG TNG,  INC. 
on  the 

OLDER  AMERICANS  ACT  1991  REAUTHORIZATION 


INTRODUCTION 

The  National  Council  on  the  Aging,  Inc.    (NCOA)  is  pleased  to 
present  its  views  on  the  19  91  reauthorization  of  the  Older 
Americans  Act-     NCOA  helped  develop  legislation  for  the  Act  in 
1965  and  has  continued  to  provide  policy  and  program 
considerations  with  each  extension. 

In  the  early  years  of  the  Older  Americans  Act,  many  believed 
it  would  not  survive  its  first  reauthorization.     Yet  last  year, 
we  celebrated  the  25th  anniversary  of  the  Act.     The  Act's 
endurance  is  a  tribute  to  a  program  that  has  not  deviated  from 
its  mission  of  providing  important  services  as  an  entitlement 
based  solely  on  age  to  millions  of  older  Americans,  allowing  them 
to  maintain  their  independence  in  home  and  community  settings. 

NCOA,   founded  in  1950/  advocates  for  improvements  in  public 
p id  private  policies  that  affect  the  aging,  conducts  research  and 
demonstration  projects,  provides  training  and  technical 
asssistance,  develops  program  standards,   and  disseminates 
information . 

NCOA  encompasses  nine  national  constituent  units  and  member 
orcanizations  that  provide  services  to  millions  of  Americans: 


o 

The 

National 

Association  of  Older  Worker  Employment 

Services 

o 

The 

National 

Center  on 

Rural  Aging 

o 

The 

National 

Institute 

on  Adult  Daycare 

o 

The 

National 

Institute 

on  Community-based  Long-term  Care 

o 

The 

National 

Institute 

of  Senior  Centers 

o 

The 

National 

Institute 

of  Senior  Housing 

o 

The 

National 

Voluntary 

Organizations  for  Independent 

Living  for  the  Aging 


o  The  Health  Promotion  Institute 

o  The  National  Interfaith  Coalition  on  Aging 

NCOA  is  also  one  of  ten  national  sponsors  of  the  Title  V 
Senior  Community  Service  Employment  Program  under  the  Older 
Americans  Act. 
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NCOA's  principal  concerns  with  regard  to  the  OAA  over  the 
years  are  the  erosion  of  funding  levels,  the  tendency  to 
"medicalize"  Title  III  of  the  Act,   clarification  of  community 
focal  points  as  providers  of  service,   and  development  and 
dissemination  of  standards  for  OAA  services. 

NCOA  and  its  member  units  make  the  following  recommendations 
regarding  the  1991  reauthorization  of  the  Older  Americans  Act: 


WELLNESS 

For  more  than  two  decades,  Title  III  under  the  Older 
Americans  Act  has  provided  an  array  of  nutrition  and  social 
services  such  as  congregate  and  home -delivered  meals, 
transportation,  information  and  referral,  advocacy  assistance, 
visiting  and  telephone  reassurance,  homemaker,  chore,  and  legal 
services . 

The  Older  Americans  Act  created  a  "network"  or  system  for 
the  provision  of  social  services  that  are  both  comprehensive  and 
coordinated.     The  network's  services  promote  independent  living 
for  older  Americans  and  play  a  role  in  preventing  unnecessary  or 
premature  institutionalization.     Many  older  persons  who  are  in 
good  health  today  could  very  likely  become  frail  or  at-risk 
without  OAA  supportive  and  nutrition  services.    Senior  centers, 
in  particular,  have  played  a  significant  role  in  health  promotion 
activities. 

NCOA  believes  that  the  major  focus  of  the  OAA  is  to  promote  and 
maintain  health  and  foster  independence  through  the  delineated  social 
and  nutrition  services  of  Title  HI  of  the  Act.  To  farther  that  objective, 
NCOA  recommends  a  substantial  investment  of  funds  in  the  health 
promotion  program,  Title  ffl-F  of  the  Act. 


FRAILTY 

The  Older  Americans  Act  has  become  all  things  to  all  older 
people — for  frail  and  well  alike — but  without  adequate  funding. 

In  recent  years,  the  Act  has  expanded  to  include  the 
following  long-term  care  services  among  others: 

-  in-home  services  for  frail  elderly; 

-  additional  assistance  to  those  with  special  needs; 

-  outreach  to  those  eligible  for  Medicaid,  SSI,  food  stamps; 

-  home  health  aide  services; 

-  supportive  services  for  families  of  Alzheimer's  Disease 
patients; 

-  coordination  of  services  for  those  with  disabilities  and 
in  need  of  community-based  long-term  care. 

NCOA  urges  the  development  of  services  to  meet  the  needs  of 
both  frail  and  well  older  persons.     However,  the  purpose  of  OAA 
is  to  assist  in  the  promotion  of  wellness  with  special  attention 
to  serving  low-income  minority  older  persons. 

NCOA  believes  that  state  and  area  agencies  on  aging;  and  service 
providers,  should  provide  leadership  and  advocacy  for  the  development 
of  a  spectrum  of  services  for  older  persons. 
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However,  NCOA  holds  that  long-term  care  services  addressing 
chronic  health  problems  should  not  be  provided  under  the  Older 
Americans  Act.  NCQA  maintains  that  the  focus  of  the  QAA  is  to  promote 
and  maintain  health,  and  foster  independence,  not  provide  long-term  care 
programs  and  services.  NCOA  does  recommend  continuing  those 
programs  that  have  already  been  initiated  under  the  Act,  such  as  in-home 
services  for  frail  older  individuals. 

NCOA  recognizes  that  chronic  illness  requires  both  medical  and 
social  interventions.  While  standards  for  in-home,  case  management,  and 
other  long-term  care  services  may  appropriately  be  developed  under  the 
OAA,  implementation  of  such  standards  and  provision  of  such  services 
must  be  part  of  a  national  health  or  long-term  care  program.  Such  a 
program  based  on  health  care  needs,  not  age,  should  have  adequate 
appropriations  and  be  located  in  agencies  that  can  effectively  carry  out 
the  administration  of  such  services. 


COST-SEARING 

Even  in  the  years  of  debate  that  preceded  the  enactment  of 
the  OAA  legislation,  -it  was  clear  that  the  purpose  of  the  Act  was 
to  improve  the  lives  of  all  older  Americans . 

The  Act's  Declaration  of  Objectives  says  "it  is  the  joint 
duty  and  responsibility  of  the  government  of  the  United  States 
and  of  the  several  states — tq  assist  our  older  people  to  secure 
equal  opportunity  to  the  full  and  free  enjoyment"  of  such  basic 
r:  -hts  as  suitable  housing,   adequate  income,  emplovment 
opportunities,   community  services,  and  the  best  physical  and 
mental  health  "without  regard  to  economic  status." 

Senator  Pat  McNamara  and  Representative  John  E.  Fogarty, - 

sponsors  of  the  original  OAA  legislation,  were  emphatic,  at 

hearings  and  in  floor  discussion,  that  they  expected  the  AoA  to 

be  a  strong  agency,  totally  independent  of  agencies  which  provide 

welfare  assistance  or  services, 
i 

A  Department  of  Health,  Education  and  Welfare  reorganization 
in  19  63  that  moved  the  then  program  on  aging,  the  forerunner  of 
the  Administration  on  Aging,  out  of  the  Office  of  the  Secretary 
and  under  the  jurisdiction  of  the  Commissioner  of  Welfare  was  met 
with  opposition  from  Congress  and  national  organizations. 

Representative  Fogarty,  at  a  hearing  on  bills  creating  OAA 
programs  and  AoA,   spoke  on  the  reorganization  as  follows: 

"I  believe  every  one  of  America's  18  million  persons  over 
age  65  has  a  right  to  resent  this  official  action  by  the 
Federal  Government  announcing  to  the  nation  that — the 
independence,  dignity  and  usefulness  of  our  older  Americans 
will  hereinafter  be  regarded  as  welfare  programs.     This  is 
contrary  to  everything  that  has  been  researched  and 
recommended  to  change  the  image  of  aging  from  a  sickly, 
indigent  individual  to  a  dignified,  responsible  person.  The 
welfare  setting  has  wiped  out  most  of  the  social  progress 
that  was  made  over  the  last  15  years  in  the  field  of  aging." 
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Mandatory  cost-sharing  and  means-testing  requires  an 
estimation  of  income.     Whether  the  determination  is  based  on  an 
individual's  word  or  documented,  the  end  result  is  the  same:  some 
individuals  are  excluded  from  the  programs;  others,   facing  the 
demeaning  effects  of  the  means-test,  are  reluctant  to  admit  their 
marginal  economic  status. 

NCOA  supports  voluntary  contributions  for  services  under  the 
Older  Americans  Act. 

NCOA  rejects  the  concepts  of  means-testing  and  mandatory  cost- 
sharing  for  OAA  services. 

NCOA  believes  that  the  real  issue  hidden  behind  cost  sharing  is  the 
fact  that  federal  funding  has  not  kept  pace  with  need.  Congress  must 
authorize  and  appropriate  an  adequate  budget  for  an  Act  that  enhances 
the  quality  of  life  of  millions  of  older  people. 

NCOA  recommends  an  increase  in  authorizations  for  existing  Title 
III  programs  that  by  fiscal  year  1994  will  be  double  the  fiscal  year  1991 
levels.  NCOA  urges  an  appropriations  increase  for  fiscal  year  1992  for 
Title  III  of  not  less  than  25  percent  over  current  service  levels. 


TITLE  V 

At  its  beginning,  the  Senior  Community  Service  Employment 
Program  (SCSEP)  was  more  of  an  income-maintenance  program  than  a 
training  program.     However,   over  the  years,  the  focus  of  SCSEP 
has  shifted  from  income-maintenance  to  training  older  individuals 
for  new  employment  opportunities  in  private  industry.     It  is  not 
a  welfare  program;  it  keeps  people  off  welfare .     SCSEP  not  only 
enables  older  low-income  workers  to  improve  their  job  skills  and 
employability,   it  also  provides  the  community  with  essential 
staff  for  community  services.     Nearly  40  percent  of  NCOA 
enrollees  provide  services  to  senior  centers,   nutrition  sites, 
and  deliver  meals  or  other  in-home  services.     Sixty  percent  of 
enrollees  provide  services  that  benefit  the  general  community. 

The  population  over  age  55  increased  by  11.3  percent  between 
1980  and  1989,  indicating  that  many  more  older  individuals  are  in 
need  of  the  SCSEP  programs.    Yet  funding  has  not  increased  with 
the  population. 

NCOA  recommends  the  SCSEP  program  be  increased  by  at  least 
1LS  percent  in  order  to  continue  to  provide  for  the  expanding  population 
group  of  individuals  over  age  65. 

NCOA  believes  that  the  Title  V  program  needs  only  fine  tuning 
during  this  reathorization.  To  that  end,  we  recommend: 

o  retaining  the  eligibility  age  at  55; 

o  retaining  the  income  eligibility  at  125  percent  of  poverty; 

o  dual  eligibility  for  the  Title  V  and  Job  Training  and  Partnership 
Act  (JTPA)  programs  to  promote  coordination  and  expand  training  and 
employment  opportunities  for  enrollees; 


123 


o  increasing  the  cap  on  administrative  costs  from  13-5  percent  to  15 
percent,  and  allowing  the  Secretary  of  the  Department  of  Labor  the 
discretion  to  grant  waivers  for  a  higher  cap; 

o  a  provision  allowing  a  90  day  period  following  the  end  of  the 
pnnnal  grant  period  for  obligation  of  carry  over  funds;  and 

o  allowing  legalized  aliens  to  enroll  without  a  five-year  waiting 
period.  This  would  make  SCSEP  consistent  with  the  eligibility  criteria  of 
the  JTPA  and  Foster  Grandparents  programs, 

CHANGES  IN  OAA  TITLES 

Transportation  Services 

Today,  public  transportation  is  provided  primarily  for  the 
urban,   suburban,  young,   and  able-bodied.     Those  who  are  * 
underserved  by  public  transportation  include  persons  with 
disabilities,  with  limited  incomes,  older  persons,  and  rural 
residents.     Together,   they  represent  one-third  of  the  total 
population.  Although  the  Americans  with  Disabilities  Act  will 
improve  access  to  public  transportation,  nevertheless, 
transportation  for  many  of  these  84  million  Americans  is  obtained 
only  through  an  inefficient,  underdeveloped,  and  underfunded 
patchwork  of  human  service  agencies  and  paratransit  systems, 
is  must  change. 

Funding  formulas  of  many  government  programs — formulas  based 
on  numbers  or  percentages  favoring  non-rural  areas — do  not 
recognize  the  higher  costs  in  rural  areas.  Public 
transportation,   almost  non-existent  in  rural  areas,   is  costly  to 
provide  where  it  does  exist.     Deregulation  of  the  transportation 
systems  has  permitted  airlines,  buses,  and  taxis  to  withdraw 
service  from  rural  areas. 

Studies  have  documented  the  necessity  for  rural  agencies 
such  as  rural  hospitals,   rural  mental  health  centers,   and  others, 
to  spend  a  large  portion  of  their  limited  service  dollars  on 
transportation.     Transportation  costs  need  to  be  built  into 
funding  formulas.     Across  the  country,   service  providers  in  the 
aging  network  spend  more  on  transportation  that  any  other  Title 
III  service,  except  congregate  and  home-delivered  meals.  Some 
area  agencies  on  aging  allocate  upwards  of  50  percent  of  their 
Title  III-B  dollars  on  transportation.    The  result  is  a  drastic 
reduction  in  funding  for  other  desperately  needed  services. 

Congress  will  reauthorize  the  Urban  Mass  Transportation  Act 
(UKTA)   in  1931.     Of  particular  value  to  older  people  and  rural 
residents  are:  Section  16(b)  (2)   which  provides  grants  for  buses, 
vans,   and  lifts  to  nonprofit  agencies  for  transporting  older 
persons  and  individuals  with  disabilities;  and  the  UMTA  Section 
18  program  which  provides  capital  and  operating  grants  for  public 
transportation  in  communities  under  50,000  population.  Other 
pertinent  UMTA  programs  are  the  Section  3  discretionary  grants, 
and  Section  9  formula  grants  for  urban  areas. 

The  reauthorizations  of  OAA  and  UMTA  present  an  opportunity 
to  expand  services  to  unserved  and  underserved  groups  including 
older  persons . 
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NCOA  believes  that  transportation  services  provided  under  the  OAA 
could  best  be  improved  by  transferring  administration  of  those  services 
to  the  Department  of  Transportation. 

Alternatively,  should  such  efforts  fail,  NCOA  would  support  creation 
of  a  new  title  for  transportation  services  to  ensure  sufficient  funding  for 
these  services. 

Legal  Services 

The  ombudsman,  elder  abuse  prevention,   and  legal  assistance 
services  protect  legal  rights  of  older  persons.     To  protect  these 
rights  requires,   among  others,  education,  advocacy, 
investigation,   and  mediation.     Eligible  persons  may  need 
assistance  with  obtaining  benefits,  and  with  housing,  consumer, 
and  estate  planning  problems.    Many  need  help  with  living  wills 
and  durable  power  of  attorney  for  health  care  decisions.  Others, 
due  to  increasing  frailty  and  decreasing  ability  to  act  on  their 
own  behalf,  need  elder  abuse  protection. 

NCOA  recommends  moving  the  ombudsman  and  elder  abuse 
prevention  subtitles  under  a  new  legal  and  protective  services"  title. 
Legal  assistance  services—perennially  underfunded  in  spite  of 
Congressional  attempts  to  ensure  an  "adequate  proportion1*  of  Title  IH-B 
funds  for  the  service— would  be  advanced  by  incorporation  into  this  title. 
These  services  are  to  ensure  access;  they  do  not  include  enforcement  of 
laws  protecting  rights;  that  function  belongs  to  other  agencies. 

* 

PUBLIC— PRIVATE  PARTNERSHIPS 

The  cooperative  and  contractual  arrangements  of  State  and 
area  agencies  on  aging  with  the  for-profit  sector  raises  several 
concerns : 

o     Is  the  intent  to  use  private  funds  to  substitute  for 
needed  federal  funding? 

o    Can  State  and  area  agencies  provide  services  to  employees 
of  a  for-profit  corporation  without  neglecting  their  mission  to 
target  services  to  low-income  minority  older  Americans? 

o    Do  the  partnerships  establish  State  and  area  agencies  on 
aging  as  direct  service  providers,   contrary  to  their  mandate  as 
advocates  and  coordinators,  not  service  providers,  under  the  Act? 

Area  agencies  on  aging  are  not-  to  provide  services  except  in 
those  areas  where  services  cannot  be  provided  by  others.  In 
those  cases,  the  AAA  must  obtain  a  waiver  from  the  State  to 
provide  direct  services.     Area  agencies  on  aging  that  become 
service  providers  compete  for  funds  rather  than  allocate  funds  to 
others . 

NCOA  believes  that  public-private  partnerships  may  present  a 
potential  for  conflict  of  interest  and  abuse  on  the  part  of  State  and  area 
agencies  on  aging  and  their  stated  mission  of  serving  those  with  the 
greatest  social  and  economic  need. 

NCOA  recommends  close  scrutiny  of  such  arrangements. 
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ADMINISTRATION  ON  AGING 

Previous  reauthorizations  indicate  Congressional  intent  that 
the  Commissioner  on  Aging  serve  at  a  sufficiently  high  policy 
level  within  the  Department  of  Health  and  Human  Services  to 
assure  that  the  needs  of  older  persons  are  adequately  addressed. 

The  Commissioner  must  have  the  rank  and  status  as  head  of  an 
operating  division  in  order  to  have  control  of  AoA  operating 
funds  and  prevent  the  use  of  those  funds  for  other  HHS  programs. 

NCOA  recommends  that  Congress  elevate  the  Commissioner  on 
Aging  to  the  level  of  Assistant  Secretary  within  the  Department  of  Health 
and  Human  Services  CHH.sj  to  ensure  access  to  the  Secretary  and  the 
visibility,  status,  and  fiscal  control  commensurate  with  an  Assistant 
Secretary  position. 

FEDERAL  COUNCIL  ON  THE  AGING  * 

Under  the  OAA  amendments  of  1973,  the  Federal  Council  on  the 
Aging   (FCoA)   was  established  to  advise  the  President,  Congress, 
and  the  public  on  aging  issues. 

Although  the  Council  conducts  hearings  around  the  country 
and  issues  an  annual  report,  it  does  not  actually  operate  in  its 
designated  capacity.     The  AoA  and  Congressional  committees  seek 

h  ._-  own  information  through  hearings  or  forums  such  as  those 
held  during  the  past  year  soliciting  input  from  the  public  and 
experts  on  aging  issues.     It  appears  that  the  role  the  FCoA  is  to 
serve  is  largely  ignored. 

However,  the  Administration  on  Aging  could  benefit  from  an 
advisory  group,   similar  in  composition  to  the  FCoA,   that  would 
advise  the  Commissioner,  the  President,  and  the  public,   and  whose 
merrbers  are  appointed  in  like  manner  by  the  White  House,  the 
Senate,  'and  the  House  of  Representatives. 

NCOA  recommends  transfer  of  the  Federal  Council  on  the  Aging  to 
a  new  capacity  as  an  advisory  council  to  the  Administration  on  Aging.  In 
its  present  situation,  it  is  not  a  viable  institution  that  merits  continuance. 

PERIOD  OF  EXTENSION 

During  its  life,  the  Older  Americans  Act  has  been 
reauthorized  for  two,  three,  and  four  year  periods.     A  three  year 
reauthorization  period  is  sufficient  for  implementing  new 
provisions  and  conducting  mandated  studies. 

NCOA  recommends  a  three  year  extension  of  the  Older  Americans 

Act. 


CONCLUSION 

The  Older  Americans  Act  provides  not  only  essential  services 
but  also  a  system  to  assure  that  older  Americans  live  in  dignity 
and  independence.     Yet  the  Act  from  its  beginning  has  been 
inadequately  funded.     In  the  course  of  the  next  three  years, 
authorizations  for  the  Act  should  rise  to  much  higher  levels  to 
match  the  significantly  larger  population  of  older  persons  the 
Act  serves.   Overall  appropriations  in  FY  1992  should  increase  by 
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25  percent;  and  by  FY  1994,  they  should  increase  by  no  less  than 
50  percent  over  the  FY  1991  levels. 

The  well-being  of  America's  older  population  is  a  concern 
that  bonds  one  generation  to  another.     Service  to  older  adults 
represents  benefits  to  the  rest  of  the  population  on  whom 
caregiving  responsibility  rests.     This  deserves  our  society's 
attention  and  action. 

HEALTH  PROMOTION  INSTITUTE  /  NCOA 
OLDER  AMERICANS  ACT  REAUTHORIZATION  POSITION 

The  Health  Promotion  Institute  of  the  National  Council  on  the  Aging  urges  funding  of  $100 
million  to  the  Older  Americans  Act  for  the  purposes  of  health  promotion  and  preventive 
services.  In  addition,  the  Health  Promotion  Institute  supports  the  expansion  of  the  preventive 
health  services  program  of  the  Older  Americans  Act  (Title  EE,  Part  F)  to  include  disease 
prevention  and  health  promotion  services  known  to  be  cost-effective  such  as  medical  self-care 
education. 

THE  VISION 

The  mission  of  the  Health  Promotion  Institute  of  the  National  Council  on  the  Aging  is  to 
promote  an  optimal  quality  of  life  including  physical,  mental  and  emotional  health,  and  social 
and  spiritual  well-being  for  older  adults.  The  Health  Promotion  Institute  proposes  to 
accomplish  its  mission  by  advocating  for  and  empowering  older  adults  to  achieve  health  and 
well-being  through  a  multi  disciplinary  approach. 

A  well  conceived  and  implemented  national  health  promotion  strategy  for  older  adults  would 
create  a  healthier  and  more  empowered  elder  force  in  the  nation.  As  a  result,  older  adults 
would : 

a.  Be  more  fit  (stronger,  more  flexible). 

b.  Be  better  nourished. 

c       Prevent  the  onset  of  some  illnesses. 

d.  Acquire  and  maintain  improved  self-care  for  health  problems. 

e.  Reduce  their  need  for  and  use  of  medical  services. 

THE  MANDATE 

The  cost  of  health  care  for  older  Americans  is  testing  the  sod  cry's  willingness  to  pay  the  bill. 
Rationing  of  health  care  by  age  is  openly  discussed.  Even  with  Medicare  coverage,  millions 
of  low  income  elders  are  unable  to  access  high  quality  medical  care.  The  cost  spiral  trends 
are  not  encouraging. 

The  greatest  untapped  resource  for  solving  this  crisis  lies  in  the  older  adults  themselves: 

#  Seventy-five  percent  of  older  adult  health  problems  are  the  result  of  lifestyle 
behavior. 

#  Older  adults  are  more  ready  than  any  other  age  group  to  accomplish  lifestyle 
changes  to  improve  their  health. 


#        Informed  and  empowered  older  adults  can  achieve  improved  control  over  many 
chronic  conditions  through  lifestyle  changes  and  appropriate  medical  self-care. 


THE  PLAN 
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The  goals  of  the  Older  Americans  Act  health  promotion  effort  include  the  following: 

1.  Improve  the  health  practices  of  older  adults  through  support  of  the  "Health  Promotion, 
Health  Protection  and  Preventive  Services"  objectives  included  in  "Healthy  People 
2000"  (USDHHS). 

Many  older  adults  have  been  participating  in  the  wellness  revolution  of  the  past  25 
years.  They  arc  capable  of  being  participating  partners  in  any  effort  to  improve  their 
health.  Funding  of  a  national  health  promotion  strategy  would  mean  that  access  to 
health  promotion  services  would  be  improved  and  that  health  disparities  in  death, 
disease  and  disability  rates  would  be  reduced. 

2.  Empower  older  adults  to  do  a  better  job  of  taking  care  of  their  own  health  problems 
and  a  better  job  of  managing  the  professional  care  that  they  need. 

Healthier  older  adults,  especially  those  educated  to  be  wise  medical  consumers,  would 
take  tremendous  pressure  off  the  health  care  delivery  system. 

3.  Help  older  adults  to  build  stronger  self-images  both  of  themselves  as  individuals  and 
of  older  adults  as  a  population. 

We  need  to  equip  older  Americans  to  take  their  rightful  place  in  society,  continuing 
not  only  to  live  but  to  function  effectively  and  contribute  richly  to  our  nation. 

These  objectives  would  be  accomplished  through  State  and  Area  Agencies  on  Aging  and 
other  organizations  working  under  national  guidelines.  Five  percent  of  the  total  allocation 
would  be  earmarked  for  evaluations  to  document  the  effectiveness  of  the  efforts. 

NCOA/NCRA  OLDER  AMERICANS  ACT  REAUTHORIZATION  POSITION 

April.  1991 

Ensure  the  adequate  and  equitable  targeting  of  OAA  resources  to  rural  elders  with  the 
following: 

TITLE  HI: 

1.  By  guaranteeing  thai  an  annual  inflationary  adjustment  is  applied  to  the  federal 
budget  allocation  which  funds  the  OAA. 

2.  By  requiring  that  intrastate  funding  formulas  include  a  rural  factor. 

3.  By  requiring  the  restoration  of  the  identical  AAA  base  allocation  to  ensure  the 
viability  of  rural  AAA's. 


4. 


By  increasing  funding  for  the  ombudsman  program  and  Tide  III  -  D  in-home 
services  and  providing  new  funding  for  HI  -  F,  preventive  health  services. 
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TITLE  IV: 

1.  Ensure  that  30%  of  the  research  and  demonstration  project  funding  is  targeted 
to  issues  of  aging  in  rural  America. 

2.  Support  the  continued  funding  of  rural  gerontology  centers. 
TITLE  VI: 

1.       Continued  expansion  of  program  funding  for  the  identified  Native  American 

groups  within  Title  YL 

NCOA/NISC  OLDER  AMERICANS  ACT  REAUTHORIZATION  POSITION 

January,  1991 

FUNDING/HEALTH  PROMOTION  -  Support  the  addition  of  $100,000,000  to  Tide  m  f or  a 
National  Older  Americans  Wellness  Program  for  FY  1992  and  subsequent  years.  Dollars  spent 
on  wellness  programs  save  in  health  care  costs.  In  Sec  361  (a)  add  the  word  "primarily''  so  it 
reads:  The  Pommi cory^  shall  carry  out  a  program  for  making  grants  to  States  under  State 
plans  approved  under  section  307  for  periodic  preventive  health  services  to  be  provided  primarily 
at  senior  centers  or  alternative  sites  as  appropriate." 

FUNDING/TITLE  ITJ  OF  OLDER  AMERICANS  ACT  -  In  addition  to  the  Health  Promotion 
Initiative,  funding  far  Tide  IE  in  1992  should  be  increased  by  not  less  than  10%  over  current 
service  levels. 

AGE  ELIGIBILITY  -  No  change  from  current  age  60  and  above. 

CONTRIBUTIONS  -  Support  voluntary  contributions  from  clients  for  senior  center  activities 
and  services. 

FOCAL  POINT  -  Support  the  language  of  Sec,  306  (a)  (3)  designating  multipurpose  senior 
centers  as  focal  points  and  add  to  this  language,  "and  reflect  such  designation  in  the  provisions 
of  all  grants,  contracts  and  agreements  implementing  the  plan." 

OPERATING  FUNDS  -  In  Sec  321  (b)  (2)  change  the  word  "may"  to  "shall"  so  it  reads: 
"Funds  made  available  to  a  State  under  this  part  shall  be  available  for  the  purpose  of  assisting 
in  the  operation  of  multipurpose  senior  centers  and  meeting  all  or  part  of  the  costs  of 
compensating  professional  and  trrhmml  personnel  required  far  the  operation  of  multipurpose 
senior  centers."  Add  a  second  sentence  to  this  section  to  read: 
"Require  a  budgetary  tine  hem  for  such  purposes  in  state  and  area  plans." 

TRANSFERS  BETWEEN  PARTS  -  All  parts  of  the  act  should  be  funded  adequately  thereby 
minimizing  the  need  far  transfers.  In  the  past,  transfers  have  often  been  from  senior  centers  to 
other  services. 

COMMUNICATION  -  Add  language  under  Sec  306  (a)  (6)  (B)  that  Area  Agencies  on  Aging 
"furnish  appropriate  technical  assistance,  support  and  timely  information  to  providers  of 
supportive  services,  nutrition  services,  and  multipurpose  senior  centers  in  the  planning  and  service 
area  covered  by  the  area  plan." 

To  Sec  307,  State  Plan,  add  a  new  subsection,  (321  to  read:  The  State  Unit  or,  Aging 
shall  establish  an  appeals  procedure  for  agencies  funded  under  State  and  area  plans." 
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ADVOCACY  -  Add  to  Sec  306.  Area  Plans,  (a)  (6)  (D)  "serve  as  the  advocate  and  focal  point 
for  the  elderly  within  the  community  in  cooperation  with  agencies,  organizations  and  individuals 
participating  in  the  area  plan,  by  monitoring,  evaluating  and  commenting  upon  all  policies, 
programs,  hearings,  levies  and  community  actions  which  will  affect  the  elderly." 

POSITION  STATEMENT  OF  THE 
NATIONAL  INSTITUTE  ON  COMMUNITY— BASED  LONG-TERM  CARE 
A  DELEGATE  COUNCIL  OF  THE  NATIONAL  COUNCIL  ON  THE  AGING 

ON  THE 

1991  REAUTHORIZATION  OF  THE  OLDER  AMERICANS  ACT 


GENERAL  ISSUES 

1.  There  should  be  continued  emphasis  within  the  Act  on  serving 
all  older  persons,  with  special  emphasis  on  outreach. 

2.  To  provide  for  continuity  and  stability  in  the  programs  and 
services  authorized,  the  Act  should  be  reauthorized  for  at  least 
a  three  year  period. 

3.  Authorization  levels  of  appropriations  should  be 
realistically  set  to  reflect  1)  yearly  increases  for  inflation; 
arr~  2)   the  expansion  of  resources  required  to  meet  the  needs  of  a 
rapidly  growing  vulnerable  older  population. 


TITLE  II 

4.       The  position  of  Commissioner  of  the  U.S.  Administration  on 
Aging  should  be  elevated  to  the  level  of  Assistant  Secretary 
within  the  Department  of  Health  and  Human  Services. 


TITIE  III 

5.  Any  new  responsibilities  or  special  mandates  introduced  into 
the  Title  III  programs  must  be  accompanied  by  additional  funding. 

6.  The  programs  authorized  under  the  Act  should  continue  to 
rely  on  the  input  of  older  persons,  community  leaders,  and 
providers.     Therefore,  public  planning,  hearing,   and  appeals 
procedures  should  be  in  place  at  the  local  and  state  levels. 

7.  Mandatory  cost  sharing  and  income  testing  for  eligibility 
for  Title  III  services  should  not  be  allowed.     Voluntary  cost 
sharing  should  be  allowed  for  in-home  and  other  services  under 
OAA. 

8.  Increased  funding  in  the  nutrition  program  should  be  focused 
on  the  home  delivered  meals  program,  targeting  services  to  the 
most  vulnerable  and  difficult  to  reach  older  persons. 
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9.  Title  III-D  In-Home  Services,   should  have  significantly 
increased  authorization  and  appropriation  levels,  without 
decreasing  funding  to  other  titles  to  meet  the  unmet  service 
needs  of  the  frail  elderly. 

10.  The  Long-Term  Care  Ombudsman  Program  should  be  transferred 
to  a  new  legal  and  protective  services  Title.    Elder  abuse 
prevention  and  legal  assistance  services  should  also  be  included 
under  the  new  title. 

11.  The  Act  should  underscore  the  importance  of  securing  for 
persons  with  dementia  access  to  a  range  of  services  and  benefits, 
quality  of  care  in  long  term  care  institutions,  elder  rights  such 
as  guardianship,  and  the  development  of  research  and 
demonstration  projects. 

12.  While  an  abundance  of  information  is  being  collected  from 
the  aging  network,   little  is  useful  in  determining  unmet  needs. 
Program  reporting  requirements  should  be  streamlined  and  the 
National  Data  Base  on  Aging  should  be  reactivated  to  gather  unmet 
needs  data. 

13.  Emphasis  should  be  focused  on  health  promotion  and 
prevention  through  increased  funding. 


TITLE  IV 

14.     Federally  financed  research,   demonstration  and  training 
projects  need  to  be  developed  with  input  from  states,  area 
agencies,  and  provider  associations  to  assure  current  needs  and 
issues  are  being  reflected. 


TITLE  V 

15.  There  should  be  continued  implementation  of  the  memorandum 
of  understanding  regarding  coordination  and  cooperation  between 
the  Administration  on  Aging  and  the  Department  of  Labor. 


TITLE  VT 

16.  As  new  tribes  are  added  to  Title  VI,  current  grantees  should 
be  held  harmless.  Efforts  should  be  made  to  restore  funding  lost 
by  the  original  grantees. 

17.  Provisions  should  be  developed  to  strengthen  coordination 
between  the  Title  III  and  Title  VI  service  delivery  systems 
recognizing  the  sovereignty  of  tribal  nations. 
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SUMMARY 

The  elderly  are  the  primary  users  of  home  and  community-based  and 
institutional  long-term  care  services.  The  Older  Americans  Act  is  one  of  several 
Federal  programs  that  provide  support  for  long-term  care  services.  Many  of  the 
services  supported  under  title  III  of  the  Act  assist  functionally  impaired  older 
persons  to  remain  independent  in  home  and  community-based  settings.  In 
addition,  the  Older  Americans  Act  is  the  only  source  of  Federal  support  for 
ombudsman  services  on  behalf  of  elderly  who  reside  in  nursing  homes  and  board 
care  homes. 

Although  the  Older  Americans  Act  does  not  focus  exclusively  on  long-term 
care,  development  of  programs  for  persons  in  need  of  both  home  and 
community-based  and  institutional  long-term  care  services  has  been  a  focus  in 
various  amendment!  to  the  Act.  Home  care  services  have  been  considered  a 
priority  service  for  title  m  funding  since  1975,  and  in  1987  Congress  authorized 
a  distinct  program  under  title  III  for  in-home  services  for  the  frail  elderly.  The 
amount  of  funding  devoted  to  home  care  services  under  title  HI  represents  a 
small  fraction  of  the  amount  spent  for  such  services  under  Medicaid  and 
Medicare;  however,  the  title  m  program  has  the  flexibility  to  provide  home  care 
services  to  impaired  older  persons  without  certain  restrictions  that  apply  under 
these  programs,  for  example,  the  skilled  care  requirements  under  Medicare,  and 
the  income  and  asset  tests  under  Medicaid. 

Title  m  also  authorizes  separate  programs  for  home-delivered  and 
congregate  meals.  National  data  on  the  use  of  home  and  community-baaed 
services  indicate  that  about  6  percent  of  the  estimated  5.6  million  functionally 
impaired  elderly  used  congregate  and  home-delivered  meals,  respectively.  Recent 
trends  in  the  nutrition  program  indicate  that  State  and  area  agencies  have  given 
increased  attention  to  funding  meals  for  the  homebound  through  the  title  HI 
program. 

In  recent  years,  some  States  have  undertaken  initiatives  to  restructure  their 
long-term  care  systems  in  order  to  reduce  or/or  control  costs  of  institutional  care 
and  to  create  more  opportunities  for  home  and  community-based  care.  These 
initiatives  have  included  creation  of  case  management  systems  and  consolidation 
of  funding  for  long-term  care  services.  Some  State  and  local  agencies  created 
under  title  m  have  played  substantial  roles  in  these  initiatives.  The  role  that 
State  and  area  agencies  on  aging  play  in  long-term  care  in  the  future  may 
depend  upon  what  action  Congress  takes  with  respect  to  changing  the  current 
system  of  Federal  financing  for  long-term  care. 

Some  observers  are  concerned  that  the  development  of  long-term  care 
services  for  the  frail  elderly  through  the  title  HI  network  may  compromise 
support  for  other  services  supported  by  title  EEL  such  as  advocacy  and  outreach, 
on  behalf  of  a  broader  elderly  constituency.  Because  the  title  m  program 
supports  a  wide  range  of  services  for  a  diverse  elderly  population,  there  is  likely 
to  be  continuing  competition  to  use  portions  of  title  HI  funds  to  respond  to 
specific  needs  of  the  elderly. 
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THE  ROLE  OF  THE  OLDER  AMERICANS  ACT 
IN  LONG-TERM  CARE 

INTRODUCTION 

Long-term  care  refers  to  a  wide  array  of  medical,  social,  personal, 
supportive,  and  specialized  housing  services  needed  by  individuals  who  have  lost 
some  capacity  for  self-care  because  of  a  chronic  illness  or  condition.  Long-term 
care  services  range  from  skilled  medical  and  therapeutic  services  for  the 
treatment  and  management  of  these  conditions  to  assistance  with  basic  activities 
and  routines  of  daily  living,  such  ss  bathing,  dressing,  eating,  and  housekeeping. 
These  services  are  provided  by  skilled  personnel,  such  as  registered  nurses, 
therapists,  and  social  workers  as  well  as  other  personnel,  such  as  homemakers 
and  home  health  aides. 

Long-term  care  services  are  often  differentiated  by  the  settings  in  which 
they  are  provided-  In  general,  services  are  provided  either  in  nursing  homes  or 
in  home  and  community-based  care  settings.  Home  and  community-based  care 
includes  a  broad  range  of  skilled  and  personal  care  services,  as  well  as  a  variety 
of  home  management  activities,  such  as  chore  services,  meal  preparation,  and 
shopping.  Home  care  services  are  provided  formally  by  home  care  agencies, 
visiting  nursing  associations,  and  day  care  centers.  Most  home  and  community- 
based  care  is  provided  informally  by  family  and  friends.  Research  has  shown 
"  •  it  mere  than  70  percent  of  severely  disabled  elderly  persons  living  in  the 
oouiiuanity  needing  long-term  care  assistance  rely  exclusively  on  non-paid 
sources  of  assistance  for  their  care.1 

The  elderly  are  the  primary  users  of  long-term  care  services.  About  1.3 
million  older  persons  reside  in  nursing  homes.  For  every  disabled  elderly  person 
residing  in  a  nursing  home,  from  3  to  5  times  as  many  such  persons  live  in  the 
community— an  estimated  4  to  7  million  older  persons.2 

There  are  many  Federal  programs  that  support  long-term  care  services  for 
the  elderly  in  a  variety  of  ways.  Five  Federal  programs  are  generally  considered 
to  constitute  the  major  sources  of  Federal  support  for  long-term  care— Medicaid, 
Medica>*e,  the  Older  Americans  Act,  the  Social  Services  Block  Grant  Program 
(SSBG),  and  the  Supplemental  Security  Income  (SSI)  program.  None  focus 
exclusively  on  long-term  care.  Each  has  different  program  goals,  administrative 


'lliS.  Bipartisan  Commission  on  Comprehensive  Health  Care.  The  Pepper 
Commission.  A  Call  for  Action.  Final  Report.  Sept.  1990. 

*These  data  are  based  on  estimates  of  the  number  of  nursing  home  residents 
from  the  National  Nursing  Home  Survey  and  estimates  of  the  impaired  elderly 
population  living  in  the  community  from  the  National  Health  Interview  Survey 
and  the  National  Medical  Expenditure  Survey. 
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authority,  financing  mechanisms,  benefits,  and  eligibility  requirements.  The 
differing  characteristics  of  these  programs  reflect  what  is  considered  to  be  the 
uncoordinated  nature  of  Federal  support  for  long-term  care  services.  In  recent 
years  Congress  has  considered  ways  of  creating  a  Federal  long-term  care  policy 
that  would  address  the  needs  of  the  elderly  for  both  institutional  and  home  and 
community-based  services. 

As  Table  1  indicates,  most  spending  in  the  Nation  for  long-term  care  is  for 
nursing  home  care.  About  $43  billion,  or  82  percent  of  the  total,  was  spent  for 
nursing  home  care  in  1988.  By  way  of  contrast,  spending  for  home  care  services 
amounted  to  less  than  $10  billion,  or  18  percent  of  total  long-term  care 
spending.  The  lack  of  financing  for  home  care  services  has  been  one  of  the 
central  issues  in  the  long-term  care  debate  for  almost  two  decades. 

Table  1  shows  that  Medicaid  is  the  Nation's  major  program  of  financial 
support  for  long-term  care,  principally  because  of  its  coverage  of  nursing  home 
care.  In  1988,  Medicaid  spending  for  nursing  home  care  amounted  to  45  percent 
of  total  national  nursing  home  spending  and  36  percent  of  total  long-term  care 
spending.  Medicaid  is  the  Federal-State  health  program  for  the  poor  and  for 
those  who  have  become  poor  as  the  result  of  incurring  large  medical  expenses. 
Medicaid's  spending  for  nursing  home  care  is  primarily  for  coverage  of  persons 
who  are  not  initially  poor,  but  who  become  poor  by  depleting  assets  and  income 
on  the  cost  of  care.  Many  persons  become  eligible  for  Medicaid  because  of  the 
high  costs  of  nursing  home  care,  currently  averaging  $30,000  per  year,  and 
because  Medicaid  is  the  only  program  that  covers  long  stays  in  nursing  homes. 

Comparatively  little  of  Medicaid's  funding  is  devoted  to  home  care, 
approximately  $3.3  billion  in  1988.  This  amount,  however,  has  been  growing  in 
recent  years  as  States  have  used  a  variety  of  options  authorized  by  Congress  to 
allow  Medicaid  coverage  for  a  broad  range  of  community-based  services, 
including  social  services,  to  a  disabled  long-term  care  population. 

Medicare  coverage  of  long-term  care  is  focused  primarily  on  acute  health 
care  costs.  In  1988,  Medicare's  payments  for  home  health  care  amounted  to  $2.6 
billion.  Eligibility  for  Medicare's  home  health  care  benefits  is  limited  to  persons 
needing  skilled  medical  care  services.  Most  chronically  impaired  persons  do  not 
need  skilled  care  to  remain  in  their  homes,  but  rather  nonmedical  supportive 
care  and  assistance  with  bask  self-care  functions  and  daily  routines  that  do  not 
require  skilled  care.  As  a  result,  persons  needing  long-term  care  supportive 
services  generally  do  not  qualify  for  Medicare's  benefit. 
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TABLE  1.  National  Long-Term  Care  Expenditures, 
by  Source,  1988 
(dollars  in  billions) 


Nursing  home  care 

Source  of  spending 

Medicaid  $19.2 

Medicare  0.8 

Other  Federal  1.0 

Other  State  j 

Out-of-pocket  payments  20.8 

Private  insurers  and  private  organizations  1.3 


Total 


Home  care 

Source  of  spending 

Medicaid  *$  3.3 

Medicare  2.6 

Other  Federal  programs  0.6 

State  0.5 

Out-of-pocket  payments  2.1 

Private  insurers  and  private  organizations  .6 


Total  $  9.7 

Total  long-term  care  expenditures 

$52.8 


'Numbers  do  not  total  due  to  rounding. 

Source:  A  Call  for  Action,  The  Pepper  Commission.  Final  Report,  Sept.  90. 
Based  on  Health  Care  Financing  Administration  (HCFA),  U.S.  Department  of 
Health  and  Human  Services  data,  and  Commission  staff  analysis  of  unpublished 
HCFA  data. 


Older  Americans  Act  funding  for  long-term  care  services  is  authorized  under 
title  m  of  the  Act.  The  purpose  of  title  HI  is  to  foster  the  development  of  a 
comprehensive  and  coordinated  services  system  that  will  provide  a  continuum 
of  care  for  vulnerable  elderly  persons  and  allow  them  to  maintain  maximum 
independence  and  dignity  in  a  home  environment.  Title  IH  specifically 
authorizes  funding  for  many  community-based  long-term  care  services,  including 
homemaker/home  health  aide  services,  adult  day  care,  respite,  and  chore 
services.  It  also  authorizes  the  long-term  care  ombudsman  program  whose 
purpose  is  to  monitor  the  quality  of  care  provided  to  institutionalized  older 
persons.  Title  EI  funds  a  variety  of  other  supportive  services  and  nutrition 
services.  Total  Federal  funding  for  all  services  supported  under  title  HE  is  $902 
million  in  FY  1991.  Support  for  long-term  care  services  represents  a  portion  of 
total  title  m  funds. 
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During  the  past  15  years,  the  policy  debate  on  long-term  care  has  focused 
on  ways  to  find  solutions  to  two  major  financing  problems:  the  lack  of  funding 
for  home  and  community-based  care  and  the  potentially  impoverishing 
consequences  of  needing  nursing  home  care.  Legislation  introduced  in  the  past 
several  years  to  create  new  Federal  long-term  care  benefits  has  generally  used 
health  authorities,  such  as  the  Medicare  program  or  the  Public  Health  Service 
Act,  or  new  titles  in  the  Social  Security  Act,  as  vehicles  for  new  benefits. 
Although  the  Older  Americans  Act  has  not  generally  been  seen  as  a  major  focus 
for  changing  the  way  these  services  would  be  financed,  development  of  service 
programs  for  persons  in  need  of  both  home  and  community-based  and 
institutional  long-term  care  services  has  been  a  focus  in  various  amendments  to 
the  Act.  Some  of  the  State  and  local  agencies  created  through  the  Older 
Americans  Act  have  played  substantial  roles  in  the  delivery  of  home  and 
community-based  long-term  care  services,  and  have  served  as  catalysts  for 
change  in  the  development  of  more  responsive  systems  of  long-term  care. 

The  following  describes  long-term  care  programs  authorized  under  the 
Older  Americans  Act  and  systems  development  initiatives  undertaken  by  some 
State  and  area  agencies  on  aging  for  improving  long-term  care  programs.  It  also 
describes  selected  long-term  cafe  research  and  demonstration  activities 
supported  by  the  Administration  on  Aging  (AoA). 

Long-Term  Care  Services  Under  the  Older  Americans  Act 

Although  the  Older  Americans  Act  does  not  exclusively  focus  on  long-term 
care,  many  of  the  services  provided  under  title  IH  of  the  Act  are  part  of  a 
complex  array  of  home  and  community-based  services  that  respond  to  a  diverse 
elderly  population,  including  those  who  have  long-term  care  needs.  Long-term 
care  services  specifically  authorized  under  title  IE  of  the  Act  are  home  care 
services,  home-delivered  meal  services,  and  ombudsman  services  for  residents  of 
nursing  facilities  and  board  and  care  homes.  While  support  for  home  care  and 
home-delivered  meals  is  available  under  other  Federal  programs,  the  Older 
Americans  Act  is  the  only  source  of  Federal  support  for  ombudsman  activities. 

Title  HI  B  authorizes  funds  for  many  social  services  for  the  elderly, 
including  home  and  community-based  long-term  care  services.  It  also  authorizes 
the  long-term  care  ombudsman  program.  Total  title  ffl-B  funding  is  $290.8 
million,  representing  22  percent  of  the  Act's  total  FY  1991  funding  of  $1,3 
billion.  Because  States  are  given  wide  discretion  to  fund  many  social  services 
under  title  HL-B,  support  for  long-term  care  services  represents  only  a  portion 
of  the  total  Title  HE  also  authorizes  separate  programs  for  home-delivered 
meals  under  title  JH-C-2,  and  for  in-home  services  for  the  frail  elderly  under  title 
HI-D.  Taken  together  these  two  programs  represent  7  percent,  or  $94.6  million, 
of  the  Act's  total  FY  1991  funding.  Of  the  Act's  total  FY  1991  funding,  almost 
30  percent,  or  $36L1  million  is  devoted  to  the  congregate  nutrition  program, 
title  IH-C-l.3  While  this  program  is  not  strictly  considered  a  long-term  care 


*Not  counted  in  these  totals  for  the  nutrition  programs  is  support  for  the 
US.  Department  of  Agriculture  cash  or  cash-in-lieu  of  commodities  program, 
which  represents  about  11  percent  of  total  FY  1991  funding. 
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program,  it  provides  nutrition  and  supportive  services  to  some  frail  older 
persons  living  in  the  community. 

Home  Care  Services 

Home  care  services  are  supported  under  both  title  EH-B  and  title  TTT-D  of 
the  Act.  Under  title  IEI-B,  State  and  area  agencies  on  aging  may  support  a  wide 
range  of  supportive  services.  Certain  supportive  services,  including  home  care 
services,  have  been  given  priority  for  title  IH-B  funding  by  Congress.  Home  care 
was  first  designated  as  a  priority  service  under  title  HI  in  the  1975  amendments 
to  the  Act.  Requirements  as  to  what  proportion  of  title  IEI-B  funds  must  be 
spent  on  home  care  (and  other  priority  services)  have  changed  with  successive 
amendments  to  the  Act.  The  law  currently  requires  that  State  agencies  on  aging 
set  a  minimum  percentage  of  title  IEE-B  funds  that  must  be  spent  by  area 
agencies  for  home  care  services.  (The  State  agency  on  aging  may  waive  the 
minimum  expenditure  requirement  if  a  determination  has  been  made  that  home 
care  services  available  in  the  area  are  sufficient  to  meet  the  needs  of  older 
persons.)  Home  care  services  supported  under  title  III-B  include  homemaker 
and  home  health  aide  services,  visiting  and  telephone  reassurance,  chore 
maintenance,  and  supportive  services  for  families  of  older  persons  with 
Alzheimer's  disease  and  related  disorders. 

In  recognition  of  the  demand  for  community-based  long-term  care  services, 
Congress  amended  the  title  IH  program  in  1987  to  create  a  separate 
authorization  of  funds  for  in-home  services  for  the  frail  elderly,  title  HI-D. 
Although  support  for  home  care  services  had  been  a  priority  under  the  title  IE 
program  since  1975,  prior  to  1987  there  was  no  separate  authorization  of  funds 
for  this  purpose.  In-home  services,  therefore,  had  to  compete  with  other  social 
service  funding  priorities  of  State  and  area  agencies.  The  following  services  are 
authorized  under  title  ffl-D:  homemaker  and  home  health  aide;  visiting  and 
telephone  reassurance;  chore  maintenance;  in-home  respite  care;  adult  day  care 
as  a  respite  for  families;  and  minor  home  modification  not  to  exceed  $150  per 
client.  State  agencies  on  aging  receive  allotments  for  in-home  services  on  the 
basis  of  the  current  title  m  formula  (that  is,  based  on  the  State's  share  of  the 
population  age  60  years  or  over  as  compared  to  all  States).  States  are  required 
to  develop  eligibility  criteria  for  the  use  of  in-home  services,  talcing  into  account 
factors  such  as  age,  and  other  factors  related  to  frailty.  In  FY  1991,  $6.8  million 
was  appropriated  for  title  HI-D.  Allotments  to  States  range  from  $633  thousand 
(in  California)  to  $34  thousand  (in  other  States,  excluding  territories). 

Although  the  amount  of  funding  which  title  III  devotes  to  home  care 
services  represents  a  small  fraction  of  the  amount  spent  for  such  services  under 
Medicare  and  Medicaid,  the  title  III  program  has  the  flexibility  to  serve  persons 
who  may  otherwise  not  be  served.  Since  Older  Americans  Act  services  may  be 
provided  without  the  restriction  that  beneficiaries  be  in  need  of  skilled  care 
under  Medicare,  and  without  the  income  and  asset  restrictions  required  under 
Medicaid,  in  some  cases  title  III  is  used  to  fill  gaps  in  services  left  by  these  other 
progiams. 
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Older  Americans  Act  Nutrition  Program:  Role  of  Home 
Delivered  and  Congregate  Meals 

Under  the  title  HI  program,  Congress  authorizes  specific  amounts  for 
congregate  and  home-delivered  nutrition  services.  Home-delivered  meals 
represent  one  component  of  comprehensive  home  care  services  for  the  frail 
elderly.  Although  other  Federal  programs  support  home-delivered  meals,  the 
Older  Americans  Act  is  the  only  Federal  program  which  has  a  specific 
authorization  of  appropriations  for  the  service.  While  the  congregate  nutrition 
program  serves  elderly  who  are  relatively  healthy  and  mobile  as  well  as  others 
who  need  special  assistance  due  to  chronic  impairments,  a  national  evaluation 
of  the  nutrition  program  found  that  persons  receiving  home-delivered  meals 
were  found  to  be  in  poorer  health;  more  likely  to  have  been  in  a  nursing  home 
or  hospital  within  the  last  year;  and  less  likely  to  be  able  to  perform  household 
chores,  compared  to  congregate  nutrition  participants.4 

Both  congregate  and  home-delivered  meals,  however,  may  represent  an 
important  service  for  the  frail  elderly.  A 1987  national  survey  has  estimated  the 
use  of  formal  services  by  the  noninsututionalized  functionally  impaired  elderly, 
including  home  care,  and  home-delivered  and  congregate  meals.  As  shown  on 
Chart  1,  this  survey  indicated  that  an  equal  proportion  of  the  estimated  5.6 
million  functionally  impaired  elderly  used  congregate  and  home-delivered  meals— 
about  6  percent  used  home-delivered  meals  and  6  percent  used  congregate  meals. 
Home  care  services  were  the  most  frequently  used  home  and  community-based 
service—used  by  about  20  percent  of  the  impaired  elderly  population.  Only  a 
little  over  a  third  of  the  impaired  elderly  used  any  service.6 

Recent  trends  in  the  nutrition  program  indicate  that  increased  attention 
has  been  focused  on  providing  meals  to  the  home bound  through  the  title  III 
home-delivered  meals  program.  As  shown  on  Table  2,  in  FY  1980,  home- 
delivered  meals  represented  22  percent  of  all  meals  served  under  title  Ed;  by  FY 
1989,  they  represented  41  percent  of  total  meals. 


4Kirschner  and  Associates,  Inc^  and  Opinion  Research  Corporation.  An 
Evaluation  of  the  Nutrition  Services  for  the  Elderly.  Conducted  for  the 
Administration  on  Aging  (AoA),  US.  Department  of  Health  and  Human  Services 
(DHHS).  May  1983. 

^hort,  Pam  Farley  and  Joel  Leon.  Use  of  Home  and  Community  Services  by 
Persons  Ages  65  and  Older  with  Functional  Difficulties.  Research  Findings  5. 
Agency  for  Health  Care  Policy  and  Research.  UJS.  Department  of  Health  and 
Human  Services.  Sept.  1990.  (Hereafter  cited  as  Short  and  Leon,  Use  of  Home 
and  Community  Services,  1990.) 
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TABLE  2.  Older  Americans  Act  Nutrition  Program:  Number 
of  Meals  Served,  by  Type  of  Meal,  FY  1980  and  FY  1989 


(in  millions) 

Total 

168.4 

243.8 

Congregate 

1  A  A  1 
±44.1 

Home-delivered 
meals 

36.4 

99.7 

Home-delivered 
meals  as  a 
percent  of 
total  meals 

22% 

41% 

Source:  Administration  on  Aging.  FY  1980  and  FY  1990  National 
Summary  of  Program  Activities  under  Title  HI  of  the  Older  Americans  Act. 


Because  States  are  allowed  to  transfer  funds  among  the  various  title  in 
funding  categories,  the  actual  amount  available  and  spent  for  congregate,  home- 
delivered,  and  supportive  services  is  different  from  the  initial  appropriation. 
States  have  increasingly  transferred  funds  from  the  congregate  nutrition 
program  into  home-delivered  nutrition  or  supportive  services  programs.  In  FY 
1S90,  after  all  transfers  among  the  title  HI  services  categories  were  made,  funds 
available  for  home-delivered  meals  increased  by  46  percent  whereas  funds 
available  for  congregate  meals  decreased  by  17  percent.  A  number  of  factors 
may  account  for  the  significant  transfer  of  funds  into  the  home-delivered 
nutrition  program,  such  as  increased  demand  for  home-delivered  meals  by  the 
frail  elderly,  and  desire  by  States  to  use  title  IE  home-delivered  meals  as  part  of 
State  long-term  care  systems.  The  home-delivered  meals  program  is  likely  to 
continue  to  receive  high  priority  within  the  context  of  State  community-based 
long-term  care  programs. 

Although  there  are  no  national  data  on  the  changing  age  characteristics  of 
the  population  served  through  the  congregate  nutrition  program  over  time,  some 
nutrition  program  administrators  have  observed  that  the  population  now  being 
served  is  older  and  frailer  than  when  the  program  became  operational  in  the 
early  1970s.  The  changing  characteristics  of  congregate  nutrition  participants 
has  also  been  suggested  by  some  research.6 


6Kane,  Rosalie  A  and  Robert  L.  Kane.  Long-Term  Care:  Principles, 
Programs,  and  Policies.  New  York,  Springer,  1987.  p.  165. 
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While  the  congregate  nutrition  program  may  not  be  considered  strictly  a 
long-term  care  service,  the  extent  to  which  the  program  is  serving  an 
increasingly  frail  population  may  require  program  administrators  to  assess  how 
this  service  may  address  the  needs  of  this  group  in  the  future.  Some  States 
have  begun  to  review  how  the  congregate  nutrition  program  may  be 
incorporated  into  community -based  long-term  care  services  and  how  the  program 
r-fln  meet  the  needs  of  the  frail  elderly. 

Estimates  of  Title  III  Expenditures  for  Selected  Home-based  Services. 
Reports  submitted  to  ActA  by  State  agencies  on  aging  detail  expenditures  for  29 
separate  service  categories,  including  a  wide  range  of  home  and  community- 
based  long-term  care  services.  However,  it  is  difficult  to  estimate  the  proportion 
of  title  HI  funds  that  is  actually  spent  on  home  and  community-based  long-term 
care  services  for  a  number  of  reasons.  While  AoA  has  established  definitions  for 
these  services,  definitions  used  by  some  States  and  area  agencies  on  aging  may 
differ.  Certain  categories  of  long-term  care  services  authorized  in  the  Act,  such 
as  respite  care  for  families  and  adult  day  care,  are  not  included  in  the  AoA 
listing.  In  addition,  national  data  do  not  specify  what  portion  of  specified  long- 
term  care  services  are  expended  on  functionally  impaired  elderly.  Although 
States  are  required  to  estimate  what  proportion  of  title  EH  participants  are  frail, 
this  information  is  not  available  by  service  category.  Weaknesses  of  AoA 
program  participation  data  have  been  noted  by  the  U.  S.  General  Accounting 
Office  and  other  research  supported  by  the  American  Association  of  Retired 
Persons  (AARP).S 

Despite  these  problems  with  the  data,  it  is  possible  to  estimate  the 
proportion  of  title  HI  funds  that  is  spent  on  certain  home  care  services  based  on 
AoA  FY  1989  expenditure  reports.  It  appears  that  about  one-third  of  title  EH 
funds  was  spent  on  the  following  home  care  services:  home-delivered  meals; 
housekeeping;  personal  care;  home  repairs  and  maintenance;  and  other  home 
cure  services  (including  telephone  assistance  and  services  authorized  under  title 
HI-D)> 


7For  example,  this  issue  was  addressed  in  Nutrition  Strategic  Study.  A  Report 
to  the  Director  of  the  Ohio  Department  of  Aging.  Prepared  by  the  Nutrition 
Strategic  Study  Committee.  July  1989. 

8U.S.  General  Accounting  Office.  Minority  Participation  in  Administration 
on  Aging  Programs.  Testimony  presented  at  hearing  before  the  Senate 
Subrommittee  on  Aging,  Senate  I^abor  and  Human  Resources  Committee,  Mar. 
1?,  1991;  and  Hasler,  Bonnie  Sether.  Reporting  of  Minority  Participation  Under 
Title  III  of  the  Older  Americans  Act.  Prepared  for  the  American  Association  of 
Retired  Persons.  Mar.  1990. 

^This  estimate  is  based  on  State  data  submitted  to  AoA  on  reporting  form. 
State  Program  Report  for  Title  III  Older  Americans  Act,  FY  1989.  It  includes 
selected  services  under  the  supportive  services  category  (title  EQ-B);  home- 
delivered  meals  services  (title  EH-C-2);  and  in-home  services  for  the  frail  elderly 
(title  Ed-D)-  This  estimate  does  not  include  non-Federal  amounts  for  services. 

(continued...) 
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Long-Term  Care  Ombudsman  Program 

The  long-term  care  ombudsman  program,  first  authorized  under  the  Act  in 
1978,  has  as  its  purpose  to  investigate  and  resolve  complaints  of  residents  of 
nursing  facilities,  board  and  care  facilities,  and  other  adult  care  homes.  The 
program  developed  out  of  growing  concern  about  the  needs  of  institutionalized 
persons  and  about  reports  of  abuse  of  such  persons  during  the  late  1960s  and 
early  1970s.  It  is  the  only  program  under  the  Act  which  focuses  solely  on  the 
needs  of  institutionalized  persons. 

Ombudsmen  investigate  and  resolve  complaints  about  the  action,  inaction, 
or  decisions  of  providers  of  long-term  care  services,  or  their  representatives,  or 
of  public  and  social  services  agencies  that  may  adversely  affect  the  health, 
safety,  welfare,  or  rights  of  residents  of  nursing  homes  or  board  and  care 
facilities.  In  FY  1989,  State  and  local  ombudsmen  investigated  134  thousand 
complaints.  About  one-third  of  complaints  were  related  to  resident  care  and  11 
percent  were  related  to  rights  of  residents. 

The  1987  amendments  to  the  Act  resulted  in  significant  legislative  changes 
in  the  program.  Prior  to  these  amendments,  States  were  required  to  spend  a 
stipulated  amount  of  supportive  services  funds  for  ombudsman  activities  (1 
percent  of  title  IH-B  funds,  or  $20,000,  whichever  was  greater).  In  order  to  give 
greater  prominence  to  the  program  within  the  Act  and  in  order  to  respond  to 
recommendations  made  by  a  1986  Institute  of  Medicine  (IOM)  report  on 
improving  the  quality  of  care  in  nursing  homes,  Congress  established  a  separate 
authorization  of  appropriations  for  the  program.  Under  these  amendments, 
Congress  authorized  $20  million  in  FY  1988  and  such  sums  as  may  be  necessary 
for  fiscal  years  1989-1991.  States  are  required  to  spend  an  amount  at  least 
equal  to  that  spent  in  FY  1967  from  Older  Americans  Act  funds.  Because  States 
are  subject  to  the  minimum  expenditure  requirement,  States  continue  to  use 
title  EH-B  funds  to  support  the  program,  and  funds  under  the  new  authorization 
complement  title  HL-B  funds. 

In  FY  1988,  funds  were  appropriated  under  the  new  authority  for  the  first 
time  ($957  thousand).  In  each  of  fiscal  years  1989  and  1990,  slightly  less  than 
$1  million  was  appropriated.  In  FY  1991,  the  appropriation  level  under  the  new 
authorization  reached  $2.4  million.  As  shown  on  Table  3,  in  FY  1989,  a  total 
of  $25.2  million  was  spent  on  the  ombudsman  program  with  over  half,  or  $13.6 
million,  from  the  title  IH-B  supportive  services  allotments  to  States. 


'(.^continued) 

Note:  Because  estimates  of  total  title  HE  expenditures  as  reported  to  AoA  in  this 
report  differ  from  total  outlays  for  title  m  reported  to  the  Department  of  Health 
and  Human  Services  in  separate  reports,  this  estimate  may  be  over  or 
understated. 
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TABLE  3.  Funding  Sources  for  Ombudsman  Activities,  FY  1989 

(in  millions) 


Funding  source  Amount  Percent  of  total 


Title  m-B 

$13.6* 

54.1% 

State  funds 

7.1 

28.3 

Other  Federal 

and  non-Federal 

funds 

4.4 

17.7 

Total 

$25.2* 

100.0* 

'Includes  funds  under  the  separate  ombudsman  appropriation  ($957 
thousand). 


•Numbers  do  not  total  due  to  rounding. 

Source:  Administration  on  Aging.  FY  1990  National  Summary  of  Program 
Activities  under  Title  III  of  the  Older  Americans  Act  Oct.  1990. 


The  growth  in  total  funding  to  support  the  program  over  time  has  been 
significant.  Total  funding  has  increased  by  165  percent  since  FY  1981,  from 
$9.5  million  to  $25.2  million. 

The  ombudsman  program  supplements  the  nursing  home  survey  and 
certification  activities  of  the  Health  Care  Financing  Administration  (HCFAJ,  and 
the  States,  acting  on  HCFA's  behalf.  Medicare  and  Medicaid  law  requires  HCFA 
to  determine,  on  an  annual  basis,  whether  nursing  homes  participating  in  these 
programs  meet  various  requirements  pertaining  to  staffing  and  provision  of 
services.  HCFA's  FY  1992  survey  and  certification  budget  for  nursing  home 
inspections  is  $211.7  million. 

Long-term  Care  Infrastructure  Development  and  Role  of  State  and 
Area  Agencies  on  Aging 

Three  Federal  programs  that  support  long-term  care  for  the  elderly- 
Medicaid,  the  Older  Americans  Act,  and  the  Social  Services  Block  Grant 
program— all  delegate  administration  and  implementation  responsibilities  to  the 
States,  and  in  doing  so,  require  States  to  deal  with  problems  inherent  in  the 
different  goals  of  these  programs,  as  well  as  their  varying  requirements  relating 
to  eligibility  and  provision  of  services.  In  recent  years,  some  States  have 
undertaken  initiatives  to  restructure  long-term  care  systems  for  a  number  of 
reasons.  These  include:  the  need  to  reduce  and/or  control  costs  of  institutional 
care;  the  projected  growth  of  the  elderly  population  and  estimates  of  future  need 
for  long-term  care  services;  and  the  desire  of  State  legislators  and  planners  to 
be  responsive  to  the  preferences  of  the  elderly  for  home  and  community-based 
care  over  care  in  institutional  settings. 
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Some  States  have  moved  to  restructure  long-term  care  programs  by 
enacting  legislation  and/or  reorganizing  service  benefits  offered  through  Federal 
programs,  and  to  consolidate  various  aspects  of  administration  of  home  and 
community-based  long-term  care  services  in  single  agencies.  Generally,  these 
infrastructure  reforms  have  been  sought  to  create  greater  opportunities  for  use 
of  home  and  community-based  care  in  place  of  institutional  care.  Some  State 
and  area  agencies  on  aging  have  undertaken  one  or  more  of  the  following 
activities  in  cooperation  with  other  agencies  responsible  for  long-term  care: 

•  Reorganizing  access  to  (xrmmunity-based  long-term  care  services^  Some 
States  have  developed  projects  aimed  at  reorganizing  access  to 
community  services  by  providing  case  management  services  or 
"gateway"  procedures  for  clients.  Case  management  services  have  been 
developed  to  overcome  problems  associated  with  multiple  providers  and 
duplication  of  services  that  may  result  in  client  confusion  as  to  source 
of  care  as  well  as  unnecessary  costs. 

•  Consolidation  of  State  administrative  and  funding  responsibilities. 
Because  long-term  care  services  span  a  wide  spectrum  of  funding 
sources  administered  by  multiple  agencies  within  a  State,  States  are 
faced  with  challenges  in  coordinating  programs.  Some  States  have 
combined  authority  for  the  administration  and  funding  for  some,  or 
all,  long-term  care  services  under  one  State  agency,  sometimes  the 
State  agency  on  aging.  Such  action  is  designed  to  improve 
coordination  and  managPTOPnt  of  care,  and  to  overcome  fragmentation 
resulting  from  diverse  requirements  under  various  Federal  programs. 

•  Control  of  access  to  nursing  homes  through  screening/assessmer.  t 
procedures..  Many  States  have  initiated  screening  and  comprehensive 
medical  and  social  assessment  of  persons  who  are  at  risk  of  needing 
long-term  care  services.  The  purpose  of  these  assessments  is  to 
determine  the  most  effective  and  least  costly  care  option,  given  the 
client's  needs.  Pre-admission  and  screening  procedures  are  generally 
applied  to  persons  about  to  enter  an  institution.  A  1985  survey  found 
that  30  States  had  pre-admission  screening  programs  designed  to 
determine  the  need  and  appropriateness  of  nursing  home 
placement.10 

Due  to  its  legislative  mandate  to  advocate  and  coordinate  services  for  the 
elderly,  the  title  HI  network  of  State  and  area  agencies  is  in  a  good  position  to 
articulate  the  long-term  care  needs  of  the  elderly.  One  example  of  the  ways  in 
which  State  aging  agencies  have  coordinated  multiple  sources  of  long-term  care 
funds  for  the  elderly  is  management  of  Medicaid  home  and  community-based 
waiver  programs.  Under  the  Medicaid  waiver  program,  States  may  offer  a  wide 
range  of  home  and  community-based  services  that  are  not  ordinarily  covered 
under  a  State's  Medicaid  plan,  including  case  management,  homemaker/home 


10Iverson,  Laura  Hines.  A  Description  and  Analysis  of  State  Preadmission 
Screening  Programs.  Inters tudy  Center  for  Aging  and  Long-term  Care. 
Excelsior,  Minnesota,  Mar.  1986. 
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health  aide,  personal  care  services,  adult  day  care,  and  respite  care  services. 
States  may  waive  certain  eligibility  requirements  that  would  otherwise  apply  to 
elderly  persons  who  need  assistance  to  remain  in  the  community.  Some  of  the 
services  that  may  be  covered  under  the  waiver  are  those  that  may  be  provided 
by  social  service  programs,  including  the  Older  Americans  Act.  According  to  the 
National  Association  of  State  Units  on  Aging  (NASUA),  State  agencies  on  aging 
are  responsible  for  the  day-to-day  management  of  Medicaid  waiver  programs  in 
18  of  the  42  States  with  waiver  programs  for  the  elderly  approved  by  HCFA. 

Case  management  services  are  generally  viewed  as  an  important  component 
of  long-term  care  system  development-  Major  long-term  care  reform  bills 
considered  by  Congress  in  recent  years  have  included  provisions  that  incorporate 
case  management  functions.  Case  management  generally  refers  to  ways  of 
matching  services  to  an  individual's  needs,  and  includes:  screening  and 
assessment  to  determine  an  individual's  eligibility  and  need  for  a  given  service; 
development  of  a  plan  of  care  specifying  the  types  and  amounts  of  care  to 
provide;  authority  and  arrangement  for  delivery  of  services;  and  monitoring  and 
reassessment  of  the  need  for  services  on  a  periodic  basis.  Case  management  is 
carried  out  in  a  variety  of  ways.  Organizational  arrangements  may  range  from 
systems  in  which  case  management  functions  are  centralized  in  one  agency  to 
those  in  which  they  are  conducted  by  different  agencies.  Case  management  may 
be  provided  by  many  community  organizations,  including  area  agencies  on  aging. 

According  to  a  1990  survey  of  195  area  agencies  on  aging  completed  by  the 
National  Association  of  Area  Agencies  on  Aging  (NAAAA),  60  percent  of  area 
a-k  v*  were  involved  in  the  direct  administration  of  case  management  services. 
Only  limited  national  data  are  available  as  to  the  precise  case  management  roles 
area  agencies  perform.  However,  some  information  is  available  for  some  States. 
In  some  States,  area  agencies  have  been  assigned  substantial  responsibilities  for 
case  management,  including  the  authority  to  authorize  the  use  of  long  term  care 
funds  for  individual  client  services.11  In  other  States,  the  role  area  agencies 
play  may  involve  referral  of  clients  to  appropriate  services,  but  area  agencies 
may  not  have  the  responsibility  for  control  of  long-term  care  funds  needed  to 
serve  individual  clients. 

A  recent  study  by  Brandeis  University  assessed  State  infrastructures  for 
long-term  care  by  reviewing  a  number  of  system  components  across  State 
programs.  System  components  reviewed  included  comprehensive  case 
management  and  assessment;  preadmission  screening  systems  applied  to 
individuals  prior  to  placement  in  an  institution  or  eligibility  for  nursing  home 
care  under  Medicaid;  and  locus  of  State  and  local  responsibility  for  coordination 
and  management  of  service  delivery.  This  study  concluded  that  while  some 
States  have  developed  strong  systems  for  managing  and  coordinating  multiple 
funding  sources  for  long  term  care,  most  States  have  not.  The  study  found  that 


1  Justice,  Diane.  State  Long  Term  Care  Reform.  Development  of  Community 
Care  Systems  in  Six  States.  "Washington,  National  Governors'  Association,  Apr. 
1988. 
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a  principal  weakness  in  State  infrastructures  is  the  absence  of  centralized 
management  of  long  term  care  programs  supported  by  multiple  sources.12 

Selected  Administration  on  Aging  Research  and  Demonstration 
Initiatives 

Under  title  IV  of  the  Older  Americans  Act,  the  Commissioner  on  Aging  is 
given  broad  authority  to  award  funds  to  support  training,  research,  and 
demonstration  activities  related  in  the  field  of  aging.  Title  IV  supports  a  wide 
range  of  activities  and  projects  and  funds  are  awarded  to  many  groups,  including 
national,  regional,  State  and  local  agencies  and  organizations  as  well  as  colleges 
and  universities. 

Since  the  early  1970s,  AoA,  often  in  cooperation  with  other  Federal 
agencies,  has  sponsored  a  variety  of  research,  demonstration,  and  training 
initiatives  on  long-term  care  under  its  title  IV  research  and  demonstration 
authority.19  In  some  cases,  State  and  local  initiatives  to  expand  home  and 
community-based  long-term  care  services  over  the  last  15  years  were  inspired  or 
supported  by  federally  sponsored  demonstration  projects  begun  during  the 
1970s.  For  example,  adult  day  care  services,  virtually  a  nonexistent  service  20 
years  ago,  is  considered  an  important  component  of  community-based  long-term 
care  program  today  with  over  2,100  centers  serving  a  diverse  impaired  adult 
population  and  funded  by  a  variety  of  sources,  such  as  Medicaid,  Older 
Americans  Act,  SSBG,  and  State  funds.  The  development  of  adult  day  care  was 
sparred  by  esxiy  research  and  demonstration  efforts  sponsored  by  AoA  and  die 
Medical  Services  Administration  (now  HCFA).  In  other  cases,  AoA  research  and 
demonstration  funds  have  been  combined  with  Medicaid  waiver  funds  to  assist 
State  and  local  agencies  in  their  efforts  to  reorganize,  coordinate,  and  expand 
home  and  community-based  services  and  to  control  institutional  care  costs. 

The  major  objectives  of  much  of  the  research  and  demonstration  efforts 
sponsored  by  Federal  agencies,  including  AoA,  over  the  last  20  years  have  been 
to  test  whether  home  and  community-based  care  can  be  substituted  for 
institutional  care  for  the  frail  elderly  and  to  determine  whether  such  substitute 
care  is  less  costly  than  institutional  care.  The  most  significant  home  and 
community-based  long-term  care  demonstration  initiated  in  the  last  decade  is 
the  National  Long-Term  Care  Channeling  Demonstration.  The  term  channeling 
refers  to  organizational  structures  and  systems  to  coordinate  long-term  care 
services  and  to  manage  them  effectively  on  behalf  of  functionally  impaired 


"Pendleton,  Sylvia,  et.  aL  State  Infrastructure  for  Long  Term  Care:  A 
National  Study  of  State  Systems,  1989.  Working  Paper,  no  4.  Waltham, 
Massachusetts,  Florence  Heller  Graduate  School,  Brandeis  University,  June 
1990. 

"See  for  example,  Office  of  the  Assistant  Secretary  for  Planning  and 
Evaluation.  Department  of  Health,  Education,  and  Welfare,  Critical  Review  of 
Research  on  Long-term  Care  Alternatives,  for  a  selection  of  early  research  and 
demonstration  projects  supported  by  AoA  and  other  Federal  agencies.  June  1977. 
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elderly.  Initiated  in  1980  by  HCFA,  AoA,  and  the  Office  of  the  Assistant 
Secretary  for  Planning  and  Evaluation  in  the  Department  of  Health  and  Human 
Services  (DHHS),  the  demonstration  was  designed  to  test  whether  a  carefully 
managed  approach  to  the  provision  of  community-based  long-term  care  services 
to  a  frail  elderly  population  living  outside  institutions  could  help  control  overall 
costs  while  maintaining  or  improving  the  well-being  of  clients.  The 
demonstration  was  tested  in  10  States  and  local  sites,  with  over  6,000  frail 
elderly  clients.  Area  agencies  on  «ging  were  test  sites  in  6  of  10  Channeling 
demonstration  sites.1"* 

In  1979,  AoA  initiated  a  program  of  assistance  under  its  title  IV  program 
to  support  a  number  of  national  long-term  care  gerontology  centers.  The 
purpose  of  the  centers  was  to  combine  a  health  and  social  services  approach  to 
training,  research,  and  experimentation  in  long-term  care.  The  number  of 
centers  supported  by  AoA  has  changed  over  the  years,  beginning  with  the  award 
of  1-year  planning  grants  to  22  institutions  in  1979.  During  the  early  1980s 
multi-year  awards  were  made  to  11  centers,  each  of  which  was  based  in  a  major 
university.  From  FY  1979  through  FY  1985,  AoA  devoted  approximately  $18 
million  to  support  the  long-term  care  gerontology  centers.16 

Continuing  support  for  long-term  care  activities  under  title  IV,  including 
support  for  long-term  care  centers,  has  been  of  congressional  interest  in  recent 
years.  In  1987,  Congress  amended  prior  law  which  allowed  the  Commissioner 
to  award  title  IV  funds  to  support  long-term  care  activities.  The  new  law  made 
support  for  long-term  care  activities  mandatory.  As  a  result,  in  FY  1988,  AoA 
again  awarded  title  IV  funds  for  national  long-term  care  centers.  In  1991,  six 
._n.  .iooal  long- term  centers  will  complete  a  third  year  of  a  3-year  grant  cycle. 
Support  for  the  centers  has  totalled  $5.7  million  over  this  period.  Each  of  the 
centers  devotes  efforts  to  specific  areas  of  long-term  care,  including  case 


!4It  is  beyond  the  scope  of  this  paper  to  discuss  the  effect  of  long-term 
research  and  demonstration  efforts,  including  the  Channeling  Demonstration, 
which  have  been  sponsored  by  AoA  and  other  Federal  agencies.  However,  a 
number  of  critical  reviews  of  major  research  and  demonstrations  have  indicated 
that  increased  avaiiability  of  home  and  community-based  long-term  care  did  not 
reduce  overall  costs  of  care  or  substitute  for  institutional  care.  Some  research 
has  iadicated  that  there  has  been  a  failure  of  the  demonstrations  to  adequately 
target  services  on  those  who  would  otherwise  need  institutional  care.  However, 
many  observers  have  indicated  that  home  and  community-based  long-term  care 
should  not  be  judged  solely  on  the  basis  of  cost,  but  also  on  an  assessment  of  the 
effects  of  such  services  on  quality  of  life  for  frail  older  persons.  It  should  be 
noted  that  despite  the  mixed  results  of  the  federally-sponsored  demonstration 
efforts  with  respect  to  the  impact  of  expanded  home  and  community-based  care 
on  costs  of  care,  some  State  and  local  agencies  continue  to  move  ahead  with 
development  of  such  services.  Some  of  the  research  and  demonstration 
initiatives  have  had  influence  on  State  program  development  in  this  regard. 

^Administration  on  Aging  Annual  Report.  FY  1985.  Developments  in 
Aging:  1985.  A  Report  of  the  Senate  Special  Committee  on  Aging.  U.S.  Senate. 
Rept  No.  99-242,  99th  Cong.,  2d  Sess.,  v.  2.  Appendixes,  p.  64. 
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management  and  assessment,  quality  assurance,  data  collection  and  analysis, 
management  of  care  for  Alzheimer's  disease  patients,  Medicaid  coordination, 
supply  and  training  of  home  care  personnel,  and  supportive  services  in  adult 
housing. 

In  addition  to  the  six  national  long-term  care  centers  supported  under  title 
IV,  over  the  last  several  years  AoA  has  awarded  funds  to  States  focusing  on 
other  long-term  care  activities.  For  fiscal  years  198&-1990,  $2.7  million  was 
awarded  to  12  State  agencies  on  aging  to  develop  new  models  of  quality 
assurance  for  in-home  supportive  services.  In  FY  1990,  nine  grants  totaling 
$675,000  were  awarded  to  State  agencies  on  aging  to  assist  them  in  developing 
long-term  care  infrastructures. 

Potential  Future  Issues  for  the  Aging  Services  Network 

Role  of  State  and  Area  Agencies  on  Aging  Under  Future  Federal 
Long-term  Care  Legislation 

The  role  that  State  and  area  agencies  on  aging  play  in  long-term  care  in  the 
future  may  depend  upon  what  action  Congress  takes  with  respect  to  changing 
the  current  system  of  finnnring  and  delivering  home  and  community-based  care. 
Currently,  State  governments  have  responsibility  for  long-term  care  through  the 
administration  of  the  Older  Americans  Art,  Medicaid,  and  SSBG  programs. 
Because  some  States  have  played  important  roles  in  coordinating  the  diverse 
Federal  programs  for  long-term  care,  some  State  representatives,  including  some 
representatives  of  title  HI  network  agencies,  have  advocated  that  any  new 
national  long-term  care  benefit  programs  should  give  substantial  responsibilities 
to  States.  Others  point  out  that  a  State  role  in  the  administration  of  expanded 
publicly-funded  benefits  may  compromise  national  uniform  long-term  care 
benefits. 

In  its  report  on  long-term  care,  the  U.  S.  Bipartisan  Commission  on 
Comprehensive  Long-Term  Care  (the  Pepper  Commission)  recommended  that 
Federal  and  State  governments  share  responsibility  for  financing  and 
administering  new  public  long-term  care  benefits.  It  recommended  that  the 
Federal  Government  contract  with  the  States  to  administer  the  long-term  care 
plan;  and  that,  within  Federal  guidelines,  States  be  responsible  for  developing 
and  certifying  case  management  and  delivery  systems,  certifying  providers, 
establishing  review  and  appeals  procedures,  and  enforcing  quality  standards. 
The  Commission  indicated  that  where  long-term  care  systems  already  exist, 
States  should  build  on  the  current  infrastructure  for  the  coordination, 
management,  and  delivery  of  services. 

Although  the  Pepper  Commission,  and  some  long-term  care  legislation 
introduced  in  recent  years,  have  acknowledged  the  role  that  States  currently 
play  in  long-term  care  systems  development,  there  does  not  appear  to  be  a 
consensus  as  to  the  role  that  may  be  assigned  States  in  any  future  Federal  long- 
term  care  policy.  However,  if  States  are  given  responsibilities  in  the 
implementation  of  future  long-term  care  legislation,  State  and  area  agencies  on 
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aging  which  have  undertaken  initiatives  to  coordinate  long-term  care  programs 
for  the  elderly  may  be  in  good  position  to  assume  some  responsibilities. 

Balance  Between  Long-Term  Care  Services  and  Other  Aging  Services 

Some  observers  are  concerned  about  the  development  of  long-term  care 
services  through  the  title  III  network  at  the  expense  of  funding  for  other 
services  that  are  perceived  as  essential  to  assist  the  non-frail  elderly  retain  their 
health  and  independence.  Such  services  include  health  promotion  activities, 
congregate  nutrition  services,  and  senior  centers.  As  some  State  and  area 
agencies  move  further  in  the  direction  of  managing  home  and  community-based 
long-term  care,  some  observers  have  become  concerned  about  the  balance 
between  providing  long-term  care  services  and  other  services.  In  addition,  in  the 
past,  others  have  expressed  concern  about  the  increasing  interest  by  aging 
network  agencies  in  the  administration  of  case  management  programs.  They 
have  indicated  that  to  the  extent  area  agencies  are  involved  in  the  direct 
administration  of  case  management  services  within  long-term  care  programs, 
other  traditional  functions  of  area  agencies  under  title  m,  such  as  advocacy  and 
outreach,  on  behalf  of  a  broader  elderly  constituency  may  be  compromised. 

The  degree  to  which  the  elderly  use  any  social  services— senior  centers, 
congregate  and  home  delivered  meals,  and  home  care— is  related  to  their 
iunctional  and  health  status.  A  1984  national  survey  by  the  National  Center  on 
Health  Statistics  CNCHS)  obtained  data  on  the  use  of  community  services  by  all 
persons  aged  65  and  over.  The  survey  found  that  while  a  relatively  small 
proportion  of  the  total  elderly  population  used  any  service,  certain  services  were 
used  more  frequently  than  others.  About  22  percent  of  the  elderly,  representing 
5.8  million  persons  aged  65  or  older,  reported  using  one  or  more  community 
services.  Senior  centers  and  senior  center  meals  were  by  far  the  services  most 
frequently  used  by  older  persons.  Senior  centers  were  used  by  about  15  percent 
of  the  elderly  and  senior  center  meals  were  used  by  8  percent.16 

Other  research  has  demonstrated  the  importance  of  certain  services  to  the 
subset  of  the  elderly  population  who  are  functionally  impaired.  A  1987  national 
survey  by  the  Agency  for  Health  Care  Policy  and  Research  obtained  data  on  the 
use  of  a  variety  of  home  and  community-based  services  by  the  functionally 
h  n  paired  elderly— including  home  care,  senior  centers,  and  congregate  and  home- 
dehvered  meals.  The  survey  found  that  a  little  more  than  a  third  of  the 
f  lnctionalry  impaired  elderly  received  any  service.  Home  care  services  were  the 
rioet  commonly  used  services  among  those  who  used  any  service.  Home  care 
yrsB  used  on  a  regular  basis  by  20  percent  of  the  impaired  elderly  compared  to 
22ni or  centers  which  were  used  by  7  percent,  congregate  meals  by  6  percent,  and 
home-delivered  meals  by  6  percent.17 


16Stone,  Robyn.  Aging  in  the  Eighties,  Aged  65  Years  and  Over-Use  of 
Community  Services.  Working  Paper,  no.  124,  Sept.  30,  1986.  National  Center 
ior  Health  Statistics.  ILS.  Department  of  Health  and  Human  Services. 


17Short  and  Leon,  Use  of  Home  and  Community  Services,  1990. 
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Given  increased  demand  for  Federal  and  State  funding  for  a  growing  elderly 
population,  the  future  direction  of  support  for  various  types  of  social  services 
may  depend  upon  what  Federal  and  State  policymakers  view  as  higher  priorities 
and  on  what  the  elderly  themselves  demand.  Support  for  various  Federal  and 
State  aging  programs  may  also  depend  upon  perceptions  as  to  which  groups  of 
elderly  should  be  given  higher  priority  for  services. 


STATE  C)f  WaSJ-ONCTON 

DEPARTMENT  OF  SOCIAL  AND  HEALTH  SERVICES 
May  15,  1991 


The  Honorable  Brock  Adams 
United  States  Senator 
513  Hart  Senate  Office  Building 
Washington,  D.C.  20510 

Dear  Senator  Adams: 

I  appreciated  very  much  the  opportunity  to  testify  before  your  Senate 
Subcommittee  on  Aging  on  April  26  in  Washington,  D.C    I  feel  the 
reauthorization  of  the  Older  Americans  Act  is  a  very  impartant  event.    I  htpe 
I  can  be  of  some  assistance  to  you  in  improving  the  Older  Americans  Act  to 
best  serve  the  older  persons  of  our  country. 

I  would  like  to  use  this  letter  to  expand  on  three  points  I  discussed  with  you 
during  the  recent  hearing  in  Washington,  D.C.    They  are:     (1)  the  issue  of 
cost  sharing;  (2)  Senator  Pryor's  recent  amendments  to  the  Older  Americans 
Act;  and  (3)  the  Long-Term  Care  Resource  Centers- 
First,  the  issue  of  cost  sharing.    I  recognize  that  cost  sharing  will  be  a 
contJXMersial  topic  during  the  Older  Americans  Act  -  reaurJ  cr  ization.    The  state 
of  Washington  implemented  a  cost  sharing  mechanism  in  1976  when  our  state 
legislature  established  the  state  funded  Senior  Citizens  Services  Act.  Our 
cost  snaring  system  was  developed  using  four  principles  Congress  may  wish  to 
consider  if  it  requires  cost  sharing  in  the  Older  Americans  Act:    (1)  use  of  a 
declaration  method  far  determining  income  and  resources  rather  than  a  means 
tests  that  requires  in-depth  verification;  (2)  allow  persons  below  a  cm  tain 
income  level  to  receive  services  free  of  charge;  (3)  use  of  a  sliding  scale 
far  those  who  can  contribute;  and  (4)  determination  of  services  that  should 
not  be  subject  to  cost  sharing,  e.g.,  information  and  referral. 

I  do  not  feel  that  the  type  of  cost  sharing  procedure  used  in  the  state  of 
Washington  discourages  low-income  and  minority  £<Mr^.^y-  from  using  our 
services.    In  fact,  I  believe  our  services  are  more  focussed  on  the  papulation 
in  need  than  many  other  states.    I  encourage  Congress  to  include  a  cost 
sharing  requirement  in  the  reauthorization  language  and  allow  states  the 
flexibility  to  design  the  system  focusing  on  ftr*?**  most  in  need  with  an 
emphasis  on  better  serving  low  income  and  minority  people. 
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The  second  issue  I  uould  lite  to  ooament  on  is  Senator  Pryor's  amendments  to 
-the  Older  Americans  Act  that  ycu  discussed  at  the  Senate  Subcxxmittee  on  Aging 
hearirg.    I  feel  the  demonstration  projects  called  far  in  the  aTnendments  could 
present  problems  for  states  especially  in  terms  of  long-term  care  eligibility. 
While  the  amendments  clearly  change  the  Older  Americans  Act,  it  is  not  clear 
in  the  language  proposed  that  the  Medicaid  lav  would  be  amended  to  allow  far 
agencies  other  than  state  agencies  to  perform  the  eligibility  function  far 
Medicaid.    Also,  it  is  not  clear  who  is  held  fiscally  responsible-  if  Medicaid 
eligibility  is  not  applied  cnTrectly — the  Area  Agency  on  Aging,  the  State  Unit 
on  Aging,  or  the  State  Medicaid  Agency.    In  many  states,  the  delegation  of  the 
assesCTent  and  eligibility  function  to  non-state  agencies  would  berex*?  a 
substantial  union  issue  because  these  functions  are  now  performed  by  unionized 
state  employees. 

The  third  issue  deals  with  the  Administration  on  Aging  funding  for  the  Long- 
Term  Care  Resource  Centers.    As  you  are  aware,  State  Units  on  Aging  are 
increc^singly  trying  to  address  the  need  for  good  long-term  care  systems. 
Currently,  the  Administration  on  Aging  (AoA)  funds  six  Icng-Ters  Care  Resource 
Centers  that  provide  valuable  technical  assistance  to  states.    I  understand 
AoA  ijitends  to  reduce  the  nutter  of  centers  to  only  one  at  a  lower  funding 
level.    I  feel  this  is  a  aistalce.    If  the  Congress  and  the  AoA  truly  want 
states  to  be  significantly  involved  in  long-term  care  issues,  the  states  need 
assistance  in  long-term  care  system  development  and  ia^ementation  issues.  I 
erxoovrrage  Congress  to  provide  funding  far  the  ccrrtinuatian  of  the  Ixrig-^Term 
Care  Resource  Centers. 

Again,  thank  you  far  the  opportunity  to  testify.    If  I  can  be  of  any  further 


Aging  and  Adult  Services  Administration 
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Area  Agency  on  Aging,  Inc. 

SEE 


A    L   I    S   T    S  IN 


ROBERT  L.  OOLSEN 
EXECUTIVE  0**CTO« 


LYNN  R  OGG 

ASSOC*  Tc  DWfcVgP 


May  3,  1991 


The  Honorable  Brock  Adams,  Chair 

Labor  and  Human  Resources  Subcommittee  on  Aging 

United  States  Senate 

Washington  D.C  20510-6300 

Dear  Senator  Adams: 

Thank  you  very  much  for  the  opportunity  to  testify  before  your  subcomrninee  on  the  most 
import  am  issue  of  Long  Term  Care  and  the  Older  Americans  Act.  Through  your  efforts  and 
those  of  other  Congressional  leaders  policymakers  are  becoming  aware  that  the  futures  of 
the  Aging  Network  and  Long  Term  Care  are  inextricably  entwined. 

During  our  testimony  you  asked  that  we  send  to  you  the  mechanisms  we  use  to  target  our 
case  management  efforts.  At  the  Region  IV  Area  Agency  on  Aging  we  restrict  case 
management  to  those  persons  with  "multiple  and  complex  needs."  We  use  a  pre-screening 
instrument,  usually  over  the  phone,  to  ascertain  eligibility.  Enclosed  are  copies  of  the  form 
and  the  instructions  for  the  use  of  the  form  If  you  have  any  further  questions  about  them, 
you  or  your  staff  may  contact  Tim  Mclntyre,  our  project  manager. 

We  appreciate  very  much  the  opportunities  to  help  as  you  move  toward  reauthorization  of 
the  Older  Americans  Act.  If  we  can  be  of  any  further  assistance,  please  do  not  hesitate  to 
call  on  us. 

Sincerely,  / 

Robert  Dolsen 
Executive  Director 


2919  DIVISION  ST.  •  ST.  JOSEPH.  MICHIGAN  49085 
1-616-983-0177  •  1-600-442-2803 
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Care  Management 
PRE-SCREENING  TOOL  GUIDE 

L  Description 

This  is  a  guide  to  use  in  determining  how  to  score  each  question  on  the  Pre-Screening  Tool. 
A  score  of  0,  L  2,  or  4  is  given  as  point  value  or  score  to  each  question.  Definitions 
describing  possible  responses  are  presented  below  to  determine  a  person's  present  situation 
or  condition  with  corresponding  point  values  for  each.  The  tool  is  structured  to  be  used 
for  uiterviewing  potential  client's  or  referral  sources. 

II  Instructions 

Ask  all  questions  on  the  pre-screening  tooL  Check  yes  or  no  for  each  question 
asked. 

Choose  one  answer  (from  the  guide)  for  each  question  that  best  describes  the  client's 
present  condition  or  situation. 

Record  the  corresponding  point  value  or  score  for  each  response  at  the  end  of  each 
question  in  the  Comment  and  Score  section  on  the  right  hand  column  of  the  page. 

Add  comments  as  necessary  to  reflect  the  client's  situation  more  definiavely  for  your 
own  use  on  the  pre-screening  tool. 

Add  the  total  points  or  scores  for  all  questions  at  the  end  of  the  pre-screening  tool. 

If  the  total  score  is  20  points  or  above,  the  client  is  eligible  for  care 
management/PAS. 

If  the  total  score  is  below  '20  points,  the  client  is  not  eligible  for  care 
management /PAS. 

ill       Question  Scoring /Answer  Definition!;  by  client  Response 
(corresponds  to  questions  on  pre-screening  tool) 

f-  DLS  /Living  Skills: 

1      Do  you  require  assistance  to  move  about  your  home  or 
have  you  experienced  any  falls  recently? 

Nto,  fully  capable  or  is  abie  to  manage  adequately.  - 


No  problem  evident.  Score  =  0 

-  Yes,  but  receives  help  as  needed  and  assistance  will  continue  Score  =  0 

-  Yes,  is  receiving  help,  but  caregiver  is  stressed  or  assistance 

is  not  sufficient  to  meet  total  needs   Score  =  2 

Yes,  but  does  not  have  assistance  or  has  help  that  will 

not  continue   Score  =  4 

2.     Are  there  any  stairs  or  other  obstacles  in  your  house  that  make 
it  difficult  for  you  to  get  around? 

-  No   Score  =  0 

Yes,  is  receiving  help,  but  caregiver  is  stressed  or  assistance  is  not 

sufficient  to  meet  total  needs   Score  =  1 

-  Yes,  does  not  have  assistance  or  help  that  will  continue   Score  =  2 
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3.    Can  you  do  housework  and  prepare  your  own  meals? 


Yes,  fully  capable  or  is  able  to  manage  adequately. 

No  problem  evident   Score  =  0 

-  No,  but  receives  help  as  needed  and  assistance  will 

continue  ^   Score  =  0 

-  No,  is  receiving  help,  but  caregiver  is  stressed  or  assistance 

is  not  sufficient  to  meet  total  needs   Score  =  2 

No,  does  not  have  assistance  or  has  heip  that  will  not 

continue   Score  =  4 


4.    Are  you  eating  a  well  balanced  diet?  Describe  what  is  being  eaten  for 
breakfast,  lunch  and  dinner. 

Question  client  and/or  referral  source  regarding  listing  of  foods  eaten  by  the 


client  yesterday. 

Yes,  client  regularly  eats  a  well  balanced  diet.   Score  =  0 

Yes,  client  eats  a  well  balanced  diet,  but  on  an  irregular 

basis   Score  =  1 

No,  client  docs  not  eat  a  well  balanced  diet.   Score  =  1 

5.    Can  you  wash  or  bathe  yourself? 

Yes,  fully  capable  or  is  able  to  manage  adequately. 

No  problem  evident.   Score  =  0 

No,  but  receives  help  as  needed  and  assistance  will 

continue   Score  =  0 

No,  is  receiving  help,  but  caregiver  is  stressed  or 

assistance  is  not  sufficient  to  meet  total  needs  Score  =  2 

-No,  does  not  have  assistance  or  has  help 
that  will  not  continue  Score  =  4 

6.     Do  you  require  assistance  to  get  to  the  toilet  or  have  you 
experienced  an  occasional  accident? 

-No  Score  =  0 

-Yes,  has  problem,  but  receives  assistance  as  needed. 
This  assistance  is  expected  to  continue  Score  =  0 

-Yes,  has  a  problem.     Is  presently  receiving  help, 
but  the  caregiver  is  wearing  out  or  stressed. 

Caregiver  will  continue,  but  could  use  assistance.    .    .Score  =  2 

-Yes,  has  a  problem  and  is  presently  not  receiving 
assistance  Score  =  4 

Psycho/ social : 


7 .     Do  you  have  family  or  friends  living  nearby  that  are  in  contact  wit 
you  on  a  regular  basis? 
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-Yes,  has  contact  on  a  regular  basis  .    .Score  =  0 

-Yes,   but  relationships  or  contact,  is  strained  Score  =  1 

-Yes,  has  contact,  but  is  limited  or  too  infrequent.    .  Score  =  1 

-Yes,  but  contact  will  not  continue  Score  =  2 

-No.     Isolation  or  loneliness  is  apparent  and 
problematic    -   Score  =  2 

Have  you  been  foaling  depressed  or  experiencing  problems 
that  are  difficult  to  cope  with? 

-No.     No  problem  is  evident  Score  =  0 

-Yes.     A  general  answer,  i.e.,  "my  friends  are 
always  dying"  Score  =  1 

-Yes.     A  specific  event  is  delineated;  i.e.,   "I  just 
lost  my  husband   (or  other  significant  person)    ....   Score  =  2 

Mental  Dysfunction 

(Conf used/Disorientad/Behavior  Problems)  * 

Referral  Source  -  Question  regarding  person  being  referred.  Is 
person  confused  or  disoriented  to  time,  date,  or  place? 

Not  confused,  disoriented,  or  experiencing  behavior 
problems  or  symptoms  of  mental  disorders  Score  =  0 

Sooe  confusion  or  f orgetfulness  etc. ,  but  the 

problem  is  not  severe  or  assistance  is  provided 

and  will  continue  Score  =  2 

Some  ccnnbativeness  exhibited,  but  the  problea 

is  not  severe  or  consistent;  can  be  controlled 

to  sone  extent  by  Dedications  Score  =  2 

Person  is  confused,  conbative,   or  exhibits  sywptoas 

of  a  mental  disorder  which  presents  a  severe  problem 

and  indicates  an  inability  to  function.    .....  Score  -  4 

led  t  Col : 

10.    Have  '-you  been  in  a  hospital  in  the  last  year. 

  Score  =  0 

-  No  

-  one  time  in  the  last  year  Score  =  1 

-  Two  or  more  times  in  the  last  year  Score  =  2 

-  Add  two  points  if  currently  in  hospital  Score  =  2 

H.  Save  you  been  in  a  nursing  home  or  other  institutional 
facility  in  the  last  year?  (Institutional  facility  m 
this  question  does  not  apply  to  hospitals.) 

-  No,  hasn't  been  institutionalized  within  =  q 
last  2  years  .  . 

-  No,  but  has  been  institutionalized  between  =  ^ 
1-2  years  ago  " 

.    .    .   Score  =  2 


Yes,  currently  or  within  the  last  year. 
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12.  Has  anyone  discussed  placement  in  a  nursing  home, 
or  other  care  facility? 

"  No  Score  =  0 

-  Yes,  discussed  by  physician,  hospital  or 
significant  other  as  an  option  with  no  firm 
decision.     Response  connotes  lack  of  immediacy 

or  urgency   Score  =  2 

-  Yes,  has  definitely  been  recommended  by  the 

physician  or  significant  other   Score  =  4 

13.  Are  you  considering  moving  to  a  nursing  home? 

-No  Score  =  0 

-Yes,  considered  by  person  or  primary  caregiver 
as  an  option  with  no  firm  decision.  Response 
connotes  lack  of  immediacy  or  urgency-    .....     Score  —  1 

-Yes,   is  seriously  considering  a  move. 
Response  does  connote  urgency   Score  »  2 

14.  Have  you  had  to  go  to  your  physician  for  reasons  other 

than  regular  chacx-up  appointments  within  the  last  six  months? 

-No  and  no  apparent  need  Score  =  0 

-Yes,  has  seen  a  physician  unexpectedly  at 
least  once  in  the  last  six  months  Score  =  1 

-Yes,  two  or  more  unexpected  visits  in  the 
last  six  months  Score  =  2 

15.  Do  you  need  help  talcing  your  medications? 

-No   Score  -  0 

-Yes,  but  has  assistance  which  will  continue.   .         Score  «=  0 

-Yes,  has  assistance,   but  caregiver  is  wearing 
out  or  stressed   Score  =  2 

-Yes,  and  lacks  sufficient  assistance  or  has 
assistance  which  will  not  continue   Score  =  4 

If  the  ari sting  service  system  is  insufficient  to  address  the  complexity 
of  needs ,  add  tvo  points. 

TOTAL  SCORE  ON  P RE-SCREENING  FORK:  


Developed  by  Tim  Mclntyre,  Region  .IV  Care  Management,  St.  Joseph, 
Michigan. 
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I  ^viny  asms: 

Do  you  require  assistance  to  move -about  your  home 

or  have  you  experienced  any  falls  recently?   Yes   No 

(Score  0,  2,  or  4) 

a)  If  yes,  does  someone  help  you  when  you  need  it?   Yes   No 

b)  WiU  this  help  continue?   Yes   No  Score 

Arc  there  any  st2irs  or  other  obstacles  in  your 
house  that  make  it  difficult  for  you  to  get 
around? 

(Score  0,  1,  or  2)   Yes   No  Score 

Can  you  do  housework  and  prenare  your  own  meals?   Yes   No 

(Score  0,  2,  or  4) 

a)  If  no,  does  someone  help  you  when  you  need  it?   Yes   No 

b)  Wfl]  this  help  continue?   Yes   No  Score 

Are  you  eating  a  w-H  balanced  diet? 

(Score  0.  1,  or  2)   Yes   No  Score 

Describe  what  you  eat  for  breakfast,  lunch  and  dinner 

Can  you  wash  or  bathe  yourself?   Yes   No 

(Score  0,  2  or  4) 

a)  If  no,  does  someone  help  you  when  you  need  it?   Yes   No 

b)  Will  this  help  continue?  __  Yes   No  Score 

Do  you  require  assistance  to  get  to  the  toilet 
or  have  you  experienced  an  occasional  accident? 

(Score  0,  2,  or  4)   Yes   No 

a)  If  yes,  does  someone  help  you  when  you  need  it?   Yes   No 

b)  Will  -jiis  help  continue?   Yes   No  Score 


Psvcno-Soc:--!: 


Yes   No  Score 


Yes   No  Score 


Do  you  have  family  or  friends  living  nearby  that 
are  in  contact  with  you  or.  a  regular  basis? 
(Score  0.  1,  or  2) 

Have  you  been  feeling  depressed  or  experiencing 
problems  that  are  difficult  to  cope  with? 
(Score  0,  1,  or  2) 

Mental  Dysfunction 

(C£niusion/Disorien;ed/Bek2vior  Problems) 
(Score  0,  2  or  4) 

Self-referral  -  score  if  person  exhibits 

problems  with  memory  or  judgement  —  Ycs  —  -No  b^orc 


10      Have  you  been  in  a  hospital  in  the  last  year? 
(Score' 0.  1,  or  2) 

(Currently  in  hospital  -  add  2  pomts.) 


Yes         No  Score 
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1 1.  Have  you  been  in  a  nursing  home  or  other  care 
facility  in  the  last  year? 

(Score  0,  1,  or  2)   Yes   No  Score 

12.  Has  anyone  discussed  placement  in  a  nursing  home, 
or  other  care  facility? 

(Score  0,  2,  or  4)   Yes   No  Score 

13.  Are  you  considering  moving  to  a  nursing  home? 

(Score  0,  1,  or  2)   Yes        No  Score 

14.  Have  you  had  to  go  to  your  physician  for  reasons 
other  than  regular  check-up  appointments  within 
the  last  six  months? 

(Score  0,  1,  or  2)   Yes   No  Score 

15.  Do  you  need  help  taking  medications? 

(Score  0,  2,  or  4)   Yes   No  Score 

Existing  service  system  insufficient  to  address  complexity 

of  needs  <  add  2  points)   Yes   No  Score 


TOTAL  SCORE 
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SCORE:  _ 
From  N_H. 


No 


CM  SITE  CODE: 


CARE  MANAGEMENT/PAS  PRE-SCREEN1NC  TOOL 


Eligible:  Yes   No. 


Schedule:      Week  cf 


Days-Range. 


DATE:. 
NAME: 


CARE  MANAGER. 
 DOB:  


ADDRESS. 


CITY 


COUNTY. 


STATE 


21? 


STREET  # 

L_  #:  


A?T# 


Location  (Optional).. 


SOCIAL  SECURITY  NUMBER 


SEX    1  =  male 
2  =  female 


MARITAL  STATUS 


1  =  married 

2  =  widowed 

3  =  divorced 


4  =  separated 

5  =  single/NM 

6  =  unfatowa 


REFERRAL  SOURCE  CODE/NAME. 


REF  TYPE 
CALLER: 


REF  DATE 
_  TITLE: 


PHONE 


PHYSICIAN'S  NAME: 
HOSPITAL:  


PHONE 


ADMIT      /  / 


DISCHARGE:  (_ 


NAME: 


ADDRESS: 


FAMILY  CONTACTS 

 RELATION:. 

 PHONE:  ( 


NAME: 


.ADDRESS: 


RELATION:. 
PHONE:  ( 


PRIMARY  DIAGNOSES: 


:  "ER  VICES  IN  PLACE:. 


]  dedicaid:  Yes  No  

/spplied/Peodmg:  Yes  No  

liefer  to  PAS  (if  yes  to  any  MA  hem) 


Senator  Adams.  Thank  you  both  very  much,  and  I  thank  all  of 
tl  e  witnesses  for  their  testimony.  We  appreciate  your  thoughtful 
ccraments  and  recommendations  very  much. 

[Whereupon,  at  12:30  pjn.,  the  subcommittee  was  adjourned.] 

o 


CMS  LIBRARY 


fl015  DDD1BM7 


